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ABSTRACT
Children hospitalized for critical care require increasingly complex and technical care,
which can be very stressful for parents. Awareness of the importance of parents’ role while their
child is receiving critical care is vital to deliver care within a family-centered philosophy that is
mutually beneficial to parents and nurses. This descriptive correlational study examined the
relationships between and among parental perception of Family-Centered Care (FCC) nursing
practices, parental beliefs regarding their role and their hospitalized child, and parental stress
during their child’s admission to the Pediatric Intensive Care Unit (PICU). This study utilized the
Family-Centered Care theoretical framework to examine these relationships and obtain a better
understanding of the antecedents, characteristics, and consequences of family-centered care in
the hospitalized child.
The sample consisted of 43 parents whose child was admitted to a single PICU in New
Jersey. More than 35% of these parents had a child with chronic medical complexity. All parents
completed three established survey instruments while their child was actively admitted to the
PICU, which measured the main study variables: Family-centered Care Scale, Parental Beliefs
for the Hospitalized Child, and Parental Stressor Scale: Pediatric ICU, in addition to an original
demographic instrument developed by the researcher.
The results of this study were not statistically significant to address the predictive
relationship between FCC, parental beliefs, and parental stress. However, there were statistically
significant findings related to parental beliefs and children with medical complexity, particularly
if they had had previous PICU admissions. There were also statistically significant findings for
the demographic variables of marital status and parental stress, as well as number of days in
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PICU and parental stress. Finally, there was a small positive correlation with parental beliefs and
FCC that was statistically significant.
These findings elucidate the importance of parental beliefs and how nurses may influence
parents’ experiences when their child is faced with a critical care hospitalization through the
provision of FCC. The implications of this study are important for further research on these
variables and how to tailor our approach to better understand parents’ role while their child is in
the PICU to minimize negative outcomes.

Keywords: family-centered care, parental beliefs, parental stress, pediatric critical care,
pediatric nurses, parents of hospitalized child, children with medical complexity
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CHAPTER I
INTRODUCTION
Parental presence during a child’s hospitalization has changed dramatically over the past
40 years, from parents being forbidden at the bedside, to limited visitation, and now full access
with 24 hours per day presence welcomed and expected of most parents. This evolution has been
captured in the movement toward the provision of Family-centered Care (FCC) at children’s
hospitals throughout the world. The concept of FCC is a multidimensional concept that implies
the family is the unit of care when a child is hospitalized, and the child should not be treated as
an individual patient outside the context of his/her family (Shields, 2015). Although there are
various definitions of FCC, they all share the concept of the family as essential and integral to
the care that their child receives in the hospital (Curley et al., 2013; Shelton et al., 1987, 1989;
Shelton & Stepanek, 1995; Shields, 2015; Smith, 2018). It is in this vein that understanding the
experience of parents during their child’s critical care hospitalization is paramount to support and
to lessen any negative outcomes associated with this experience.
The generally accepted core concepts of FCC are respect and dignity, information
sharing, participation in care and decision making, and collaboration between patients/families
and the health care team (Institute for Patient and Family Centered Care [IPFCC], 2021). In
critically ill hospitalized children, all are vital components; however, information sharing,
participation in care and decision making, and parent/staff collaboration are paramount, as
children cared for in the Pediatric Intensive Care Unit (PICU) are often not able to physically
and/or cognitively advocate for themselves and/or describe symptoms and treatment preferences.
As such, parents are essential advocates for their child’s health care and are often responsible for
their child’s ongoing care after hospitalization. This affirms the importance of their intimate
1

involvement in care planning and decisions during hospitalization. As Curley and colleagues
(2013) state, FCC is “an approach to care that is grounded in beneficial partnerships between
families and healthcare professionals to recognize the importance of the family in the patient's
life" (p.161). However, relatively little is known about how parents experience FCC in the
United States PICUs from the perspective of the parents. Most of the research has been
conducted outside this country and has focused on the experience of health care providers,
primarily nurses, related to their perspective of FCC.
Pediatric Hospitalizations and Intensive Care in the United States
Pediatric hospitalizations in the United States have changed dramatically in the past two
decades with only the sickest and most critical of children being admitted to the hospital for
general acute or intensive care, making the context and philosophy of care provisions to these
children and families vitally important. On average, there are over 2 million children hospitalized
each year in the United States and approximately 30% of these admissions are children with
medical complexity (CMC), who also account for almost 50% of PICU admissions (Berry et al.,
2017; Burns et al., 2010; Edwards et al., 2012; Feudtner et al., 2003; Rennick & Childerhose,
2015). This is due to the significant increase in prevalence of children living with CMC in the
United States.
Factors Influencing Family-centered Care in PICU
The concept of FCC is anecdotally embedded in the hospital care of children throughout
our country, yet most of the research on FCC has reported incongruence between the perception
of parents and families related to FCC (Bruce et al., 2002; Bruce & Ritchie, 1997; Coyne, 2013;
Coyne et al., 2013; Daneman et al., 2003; Foster & Whitehead, 2017; Foster et al., 2018; Foster
et al., 2016; Shields et al., 2003). Furthermore, the practice of FCC as a concept has not been
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empirically supported through outcome measurements. Much of the research in pediatric acute
care has emanated from studies in other countries where the care model, patient population, and
expectations related to FCC are quite different from the United States leading to challenges with
transferability and generalizability (Coyne, 2013; Coyne & Cowley, 2007; Paliadelis et al., 2005;
Shields et al., 2011). The majority of the research on FCC in the PICU population has been
qualitative or mixed methods and has found there are drastic inconsistencies between parents’
needs of FCC during hospitalization and actual care delivered (Ames et al., 2011; Foster et al.,
2017; Hill et al., 2017; Macdonald et al., 2012). The majority of the quantitative research has not
focused on FCC as an overall concept, but rather has measured effectiveness of aspects of FCC
such as rounding, communication, involvement of parents in decisions and parental presence
(Hill et al., 2017); as well as negative outcomes of critical illness on families (Abela et al., 2020).
There has been scant research that has assessed if parents perceive that FCC is actualized during
their time in the PICU and if this influences these negative outcomes (e.g. parental stress or
anxiety) (Arabiat et al., 2018; Curley & Wallace, 1992; Hill et al., 2017).
Parents’ perspective of FCC in PICU. Parents of children who have been cared for in
intensive care have felt that their experience and their needs are not optimally addressed in the
current critical care milieu (Ames et al., 2011; Foster, Young et al., 2016; Hill et al., 2017; Jee et
al., 2012; Macdonald et al., 2012; Sturdivant & Warren, 2009). There has been a fair amount of
qualitative research that explored parental experiences of FCC in hospitalized children; however,
few studies have been conducted in the United States, and even fewer in the PICU, which is vital
to understand the experience of this unique population (Baird et al., 2015; Henderson et al.,
2017; Graham et al., 2009, Jones & Lynn, 2018). Addressing parental needs from their
perspective may be considered one of the most crucial factors in partnering in the context of
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FCC. Curley (2013) described meeting parents’ needs using the concept of mutuality, whereby
pediatric nurses form respectful and synergistic partnerships with parents that are responsive to
the parents’ individual needs. This concept was the basis for development of the FamilyCentered Care Scale (FCCS) to measure parents experience of FCC, specifically the degree of
nurse-parent mutuality experienced (Curley et al., 2013). Other concepts that are related to
parental needs and set forth to measure or further qualify and quantify these needs are patient
satisfaction, parental beliefs regarding their role and the expected behaviors of their ill child, and
parental participation in care.
Inherent in understanding parental roles in the intensive care environment is research
related to parental presence and parental participation, both of which have been found to
influence parental stress (Coyne, 1995; Curley, 1988). It is through this research that we
understand there is not a uniform approach to understanding the needs of parents regarding level
of participation and desire to be present (Curley, 1988). Needs may vary from spouse to spouse,
family to family, and may even vary within the same parent who may have different needs for
participation and/or presence impingent on an interplay of internal and external factors that may
influence their needs (Curley, 1988).
Parents may experience an internal struggle as the discrepancy between their typical
parenting role (their “parenting standard”) and their role in the PICU (“their current state”)
becomes evident (Melnyk, 2000). In other circumstances, parents typically adjust their behaviors
to overcome this discrepancy, but due to the unfamiliar environment and the increased anxiety of
having their child in critical care, the uncertainty regarding their parenting role becomes
paramount and they are unable to regulate their behaviors to overcome this discrepancy (Melnyk,
2000). Melnyk has found that providing interventions to facilitate parental participation in their
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child’s care promotes integration of the parenting role while their child is hospitalized (Melnyk
et al., 1997; Melnyk, Alpert-Gillis et al., 2004; Melnyk, Small & Carno, 2004). Specifically,
providing two specific types of information to parents, parent role information and child
behavior information, improves coping and psychological outcomes for children and mothers
(Melnyk, 1994). This information has been found to positively affect parents’ beliefs about their
role in caring for their child, as well as their beliefs about their hospitalized child’s responses,
and increased their participation in care and lowered their anxiety (Melnyk 1994, 1995a).
The PICU setting may undermine the parents’ sense of control and competence, as they
are now dependent on health care personnel to provide care for their child (Meyer et al., 1996;
Meyer et al., 1998). Parents may be restricted from providing routine care to their own child due
to the child’s unstable clinical status. Interventions such as holding the child, feeding the child,
repositioning, changing diapers, bathing, etc., components of routine parenting, may now require
permission and assistance from the bedside nurse or may only be performed by the nurse (Ames
et al., 2011). Parents may desire to provide more care to their child and have greater participation
than they are allowed.
This can be particularly challenging for parents of children with antecedent chronic
illness who typically provide complex care at home. Based on their intimate knowledge of their
child’s baseline, they may want staff to understand that PICU admission does not equate to
respite, and that the needs of their child and family may not align with the acute care model
(Graham et al., 2009; Seliner et al., 2016). Interestingly, mothers of hospitalized children have
shared that it is the “little things,” not necessarily the technological or pharmacological aspects
of the nurse’s role, which help them feel cared for and cared about (Gasquoine, 2005). Behaviors
that are interpreted by parents as nurturing and vigilant behaviors, such as showing affection and
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watching the child, have also been described as best practices of FCC in the PICU (Harbaugh et
al., 2004).
Parental stress in PICU. It is widely accepted that parents of children in the PICU
experience stress. A stressor has been defined as a physical, psychosocial, or event stimulus that
elicits a response from a person (Patterson, 1988). The greatest source of stressors identified by
parents during their child’s PICU hospitalization include changes in parental role during
hospitalization (Board & Ryan-Wenger, 2004; Carter et al., 1985; Carnavale, 1990; Fayed et al.,
2020; Foster et al., 2016; Hagstrom, 2017; Jee et al., 2012, Melnyk, 2000; Riddle et al., 1989;
Saied, 2006), sights and sounds of the PICU environment (Pooni et al., 2013; Saied, 2006),
acuity of child’s illness or injury (Hagstrom, 2017; Pooni et al., 2013; Shudy et al., 2006),
alteration in child’s appearance and behavior (Board & Ryan-Wenger, 2002, 2003; Jee et al.,
2012; Saied, 2006) and lack of effective communication (Board & Ryan-Wenger, 2002; Saied,
2006; Jones & Lynn, 2018; Sturdivant & Warren, 2009). Aspects of parental role found to be
most distressing for parents include not knowing how to help their child, not being able to allay
their child’s fears, and not being able to protect their child from pain (Melnyk, 2000; Miles et al.,
1984). Other common stressors for parents involve witnessing the infliction of pain or discomfort
to their child (e.g. inserting an intravenous line; placing an enteral tube) (Foster et al., 2016; Jee
et al., 2012) as well as the “total experience” in the PICU (Board & Ryan-Wenger, 2003). This
“total experience” in the PICU includes feeling as if one is on a “roller coaster” and dealing with
the unknowns and uncertainty and is a significant source of stress for many parents (Board &
Ryan-Wenger, 2003; Carnevale, 1999; Hagstrom, 2017; Jee et al., 2012).
In a quantitative review completed by Foster and colleagues (2016), extrinsic factors that
influenced parental stress in the PICU were multifactorial and included the environment,
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hospital, country of study, culture, severity of illness, diagnosis, prognosis, admission type,
procedures, relationship within the family and with others, parental involvement and degree of
FCC practiced. They also found that the following intrinsic factors influenced parental stress:
parents and child’s beliefs, resiliency, access to resources, temperament, psychosocial
developmental level, and coping strategies (Foster et al., 2016). Parents who were not present
during procedures, or experienced stress due to alteration in parental role, experienced more
stress than parents who were more involved and felt more in control (Board & Ryan-Wenger,
2002, 2003; Coyne, 1994; Melnyk et al., 2004).
Negative outcomes that have been associated with parents whose child is admitted to a
PICU include anxiety, depression, stress, and post-traumatic stress disorder (Abela et al., 2020;
Melnyk et al., 2004). Parents who perceive that their needs are fulfilled in the PICU have less
psychological distress than those with unfulfilled needs (Jones et al., 2017; Melnyk et al., 2004).
Parents who feel confident that they understand their child’s needs during hospitalization and are
able to meet them may experience fewer negative outcomes (Melnyk et al., 2003).
Understanding and meeting the needs of these families may help to decrease their psychological
distress while their child is hospitalized (Feeg et al., 2018; Jones et al., 2017).
Problem
Children hospitalized for critical care require increasingly complex and technical care
that necessitates nursing expertise and parental collaboration to deliver care in a family-centered
approach that is mutually rewarding. Research to date has not investigated how parents’
perception of FCC, and their beliefs regarding their hospitalized child and their parental role
during hospitalization, may influence the stress they experience while in the PICU.
Understanding the unique needs of parents when their child is admitted to the PICU, and how to
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best support the role of the parent, will inform nurses and providers regarding how to address
these needs preemptively. This has the potential to enhance collaborative partnerships with
parents and to help to mitigate negative outcomes.
This study will add to our understanding of parental experience of FCC as perceived by
parents, and their parenting beliefs, and how these may influence the stress that they experience
while their child is in the PICU.
Purpose
The purpose of this research study is to explore the relationships between and among
parental perception of Family-centered Care (FCC) nursing practices, parental beliefs regarding
their role and their hospitalized child, and parental stress during their child’s admission to the
Pediatric Intensive Care Unit (PICU).
Variables and definitions
Critically ill pediatric patient: an individual between the ages of 1 day and 21 years
admitted to the PICU due to a potential for or actual life-threatening illness or event
Family: group of persons consisting of the parents and their children whether actually
living together or not; includes “anyone who is an integral part of the patient’s normal lifestyle or
whose collective homeostasis is modified by the patient’s admission to a critical care setting”
(Sturdivant & Warren, 2009)
Family-centered care:


Theoretical definition: philosophy of care that recognizes the family as central to
the patient’s life, views the patient in the context of the unique family, and
supports family members in their roles as caretakers (Smith, 2018)
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Operational definition: focuses on a partnership where health care providers and
family members collaborate to develop a plan of care, negotiate care, make
decisions, and continually evaluate care being provided to patient (Smith, 2018);
in this study will be measured by the Family-Centered Care Scale designed to
measure a parent’s experience of nursing care that embodies FCC core principles
(Curley et al., 2013)

Parental beliefs:


Theoretical definition: beliefs held by the parent regarding their role as parent and
their knowledge of expected behaviors of their child while hospitalized (Melnyk,
1994)



Operational definition: as measured by Parental Beliefs Scale, which is an
instrument developed to measure parental beliefs about a hospitalized child’s
emotional and behavioral responses to hospitalization and their role in facilitating
the child’s adjustment (Melnyk, 1994)

Parental stress:


Theoretical definition: stress as experienced by parents in the PICU (Miles &
Carter, 1984)



Operational definition: operationalized by the Parental Stress Scale: PICU
(PSS:PICU), which is an instrument that measures the environmental stressors
experienced by parents of children hospitalized in an ICU
o Environmental stressors: stress stimuli arising from the physical and
psychosocial aspects of the ICU (Miles & Carter, 1984, 1985, 1989)
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PICU: a designated patient care area that is devoted to providing specialized care to
critically ill pediatric patients
Stressor: a particular relationship between an individual and the environment that is
appraised by the individual as exceeding personal resources and endangering well-being (Miles
& Carter, 1982)
Delimitations, Inclusion/Exclusion criteria
The population of interest was parents of children between the ages of 1 day and 21 years
admitted to one PICU in a large northeast health system in the United States. A convenience
sample of parents whose child had been in the PICU for at least 24 hours and could read and
write English was included. Parents of children admitted for non-accidental trauma or in the
PICU for less than 24 hours were excluded.
Theoretical Framework
In 1992, the term FCC was codified by the Institute for Family-and Patient-Centered Care
(IFPCC) and the concept of FCC was widely accepted and promoted in pediatric nursing and
children’s hospitals in the US and abroad. Family-Centered Care has been considered a
philosophy of care, a model of care, a context, and a concept, which has historically led to the
ambiguity of operational and theoretical definitions. The key concepts of FCC identified in the
literature include respect, information sharing, participation, partnership, collaboration and
inclusion of families at all levels of care, as well as the family is seen as a unit of care (Arabiat et
al., 2018; Coyne, 2013; Coyle & Cowley, 2007; Coyne et al., 2013; Curley et al., 2013;
Daneman et al., 2003; Shields et al., 2003; Shields et al., 2011).
The first formal definition emanated from concerns related to the approach to children
with special health care needs, which was a population that was rapidly increasing due to
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technological advances. These concerns, from professionals and parents alike, led to the
development of a seminal definition that was published by the Association for the Care of
Children’s Health (ACCH) in 1987 (Shelton et al., 1987) and then later refined by Shelton and
Stepanek (1994).
In Smith’s (2018) concept analysis of FCC in pediatric acute care, she described the
antecedents, characteristics, and desired outcomes of FCC in this population based on the ACCH
definition (W. Smith, personal communication, May 8, 2020). Her exploration of the dimensions
of FCC resulted in a schematic of FCC of hospitalized pediatric patients, which will be discussed
further in Chapter 2. The antecedents of family-centered care, as identified by Smith (2018), are
rarely addressed and/or optimized in the literature. These include family must exist and be
present; family must desire to be involved; nurses must be willing to incorporate FCC; and
nurses must be educated on FCC and competent in implementing FCC.
This framework provides theoretical support to measure certain variables to assess the
relationship of activities related to providing FCC and potential outcomes. In this study, the
antecedents of FCC must be present in order to measure if the characteristics (e.g. nurse-family
partnerships; support provided to patient and families) affect the consequences (e.g. increased
family comfort and confidence; strengthened family adaption and function).
Research question
1. What are the relationships between and among FCC nursing practices, parental
beliefs regarding their role and behaviors of their hospitalized child, and parental
stress during PICU hospitalization?
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Hypothesis
1. Parents who experience nursing care that is family-centered and have positive beliefs
in their parental role and their child’s response to hospitalization will experience less
stress while their child is in the PICU.
Significance of the study
The significance of FCC to nursing, the health care environment, and society continues to
be amplified by the demands of the family, the rights of children, as well as the ever-changing
world of acuity and critical illness in pediatrics. The research to date has not demonstrated that
nurses in the United States are practicing FCC in PICUs in a way that is meaningful and
recognized by parents to meet their needs (Alzawad et al., 2020; Ames et al., 2011; Bruce et al.,
2002; Butler et al., 2013; Foster et al., 2016; Graham et al, 2009; Harbaugh et al, 2004; Hill et
al., 2017; MacDonald et al, 2012; Meyer et al., 1998; Shields et al., 2003). Experience of FCC or
lack thereof, can be a contributing factor in clinical and social outcome measures and ultimately
reimbursement for pediatric care based on perceived satisfaction, highlighting the importance of
evaluating this approach (Mastro et al., 2014).
In the 1990s, the impact of parental anxiety and stress on the hospitalization of a child
became more apparent (Melnyk, 1994). In addition, children’s response to hospitalization
including uncharacteristic behaviors (e.g. rebellion, regression, withdrawal) were found to be a
major source of stress for parents (Melnyk, 1994; Miles & Carter, 1982, 1985; Miles et al.,
1984). Melnyk hypothesized that if mothers were provided with descriptive information
regarding typical behaviors that children may exhibit when hospitalized, mothers would have
stronger beliefs about their ability to understand and predict their child’s responses to
hospitalization (Melnyk et al., 1997). As a result, they were expected to have greater confidence
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in their parenting while their child was in the PICU and ideally less psychological distress than
mothers who did not receive this information. Melnyk (1995b) found that how parents apprise
the stressors that they are confronted with during their child’s hospitalization and how they
mediate those stressors to cope will influence their stress response. This knowledge, coupled
with interventions to decrease parental stress and increase family-centered care delivery, can
optimize the experience of parents during a significant life event – their child’s critical
hospitalization.
This supports the necessity to provide high quality, evidence-based care to critically ill
children within the context of their family. This will not only contribute to better outcomes for
the child, but improved outcomes for the family unit as well. Continuing to define the delivery of
effective FCC by anyone other than the family is counterproductive to the actual philosophy that
FCC espouses. Nursing research, particularly research including parents, is vital to inform
practice that is based on a better understanding of the concept and practice of FCC through
measurements of family-focused outcomes. Future generations of nurses must be aware of and
educated on the needs of parents as determined by parents and families, not the healthcare team,
so that true partnerships and mutuality can be forged and functional in the PICU milieu.
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CHAPTER II
REVIEW OF LITERATURE
The concept of Family-Centered Care (FCC) is a multidimensional concept that is
included in the mission statement of most children’s hospitals in the United States and
throughout the world. FCC implies that the family is the unit of care when a child is hospitalized,
and the child should not be treated as an individual patient outside the context of his/her family
(Shields, 2015). FCC has been described as “both a method of care delivery and as a philosophy
that values the vital role of the family in ensuring the health and wellbeing of the child, planning
and delivering care around the whole family, and working in partnership with the family across
service provisions” (Smith et al., 2015, p. 144). Although there are numerous descriptions of
FCC, only recently has there been research to provide theoretical and operational definitions.
Whilst there is not one universal conceptual model or framework of FCC that applies to all
pediatric settings, recent research has conceptualized this concept more clearly for the acute care
pediatric population (Mastro et al., 2014; Smith, 2018).
This chapter will provide information regarding the search strategies implemented on the
topic of FCC in the PICU, review the associated literature with specific focus on the variables of
FCC, parental beliefs, and parental stress in the PICU. This chapter will conclude with a
synthesis of the research and a summary of the interrelatedness of all variables and FCC,
supporting the rationale for this study.
An electronic literature search was performed to identify research relevant to FCC in the
Pediatric Intensive Care Unit (PICU) from the parents’ perspective using the following key
words: family-centered (or centred) care, FCC, family care in pediatrics, patient- and familycentered care, partnership in care, pediatric hospitalization and family, pediatric acute care,
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pediatric critical care, PICU, hospitalized child, parents’/parent/parental role alteration, parent
participation, parental beliefs, and parent/parental stress via CINAHL, MedLine, Medline Plus,
PsycINFO, ProQuest, PubMed and Google scholar. The search was further narrowed using
Boolean terms, including “and/or,” English language, full text available, peer-reviewed, age
ranges from one day to up to 21 years of age, and years 1998-2019. A total of 132 articles were
reviewed based on the title and perusal of each abstract. Of these, 60 were selected for full
review including those that were original research, concept analysis, historical perspective,
systematic reviews, pediatric focused, hospital-based, occurred in PICU, focused on key
concepts in FCC, and development or validation of an instrument measuring FCC in pediatric
acute care or critical care, or parental beliefs related to hospitalized child, or parental stress
related to hospitalization. Research articles were excluded if specific to project implementation
related to FCC, focused only in neonatal intensive care units or other non-PICU unit or on only
one element of FCC concept perspective (e.g. bedside handoff, care environment), or whose
primary outcome was coping rather than stress. Further exclusions included opinion articles,
non-peer reviewed articles, research focused on palliative care or end of life care, or research
conducted solely after the child/family had been discharged from the PICU or hospital.
During the review of articles, related referenced articles were also reviewed, including
those pertinent to the referenced theoretical frameworks. Preference was initially given to
nursing research that was conducted in pediatric intensive care in the United States. However,
this severely limited relevant studies, and as such international studies were included in the final
review. The ultimate decision for inclusion in the final cohort of applicable studies was based on
content and context relevance to FCC in the PICU, parental beliefs related to parental role and/or
behaviors of the hospitalized child, and parental stress, as well as original research performed,
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published in peer reviewed journals within the past 25 years, full text available and English
language.
The remainder of this chapter will provide the theoretical rationale for this study and
provide an overview of Family-Centered Care in the PICU, the parental role particularly as it
relates to parents’ beliefs while their child is hospitalized, and how these variables may
ultimately influence parental stress experienced in the PICU.
Family-Centered Care Theoretical Framework
At the advent of pediatric acute care over a century ago, parents were considered visitors
in the hospital and had restricted access to their child. Midway through the 20th Century, it was
recognized that separation of the child from the family was traumatic and hospital policies were
altered to allow families to room in and visit with less restrictions. The research of Bowlby and
Robertson, as well as the publication of the Platt report, all led to open visitation for parents
when their child was hospitalized (Alsop-Shields & Mohay, 2001; Bowlby, 1960b; Robertson,
1953). This transition to open visitation for parents was slowly embraced by hospitals
throughout the United States; however, the actual incorporation of parents into the critical care
milieu then became a challenge. PICUs, compared to other pediatric acute care units, have been
one of the slowest adopters of FCC in the hospital setting due to their historically patriarchal
model of care from both a nursing and medical perspective (Butler et al., 2013; Foglia &
Milonovich, 2011).
The first formal definition of FCC, which is still referred to today, emerged from parental
and professional concerns related to children with special health care needs, and consisted of
eight elements of FCC. These were later expanded to nine elements and generally serve as the
theoretical framework for FCC as published by Association for the Care of Children’s Health
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(ACCH) (Shelton et al., 1987, 1989; Shelton & Stepanek, 1995). These include the following
core concepts:
1. The family is the constant in the child’s life.
2. The parent-professional collaboration should be facilitated at all levels of health care.
3.

The racial, ethnic, cultural, and socio-economic and diversity of families should be
respected.

4. The family strengths and individuality and respecting different methods of coping
should be respected.
5. Complete and unbiased information should be shared with families.
6. Family-to-family support and networking should be encouraged and facilitated.
7. Healthcare practices should respond to the child and family developmental needs.
8. Policies and practices should be adopted that provide families with emotional and
financial support.
9. The design of health care should be flexible.
Other key concepts of FCC that are mentioned in the majority of research are
collaboration, support, and respect (Aggarwal et al., 2009; Galvin et al., 2000; Silva et al., 2015;
Vasli, 2018). Collaboration is defined by Smith (2018) as the relationship between multiple
parties with the goal of planning, developing, implementing, and/or evaluating an activity.
In its current understanding, FCC means that a hospitalized child “can never be treated as
a single individual patient and that the family is the unit of care, as the parents and family are
central to the child’s well-being especially during traumatic experiences” (Shields, 2015).
Although there are inherent challenges in this definition, particularly related to the bedside
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nurses’ ability to provide direct care to both the critically ill child and their parents, it emphasizes
the need to identify and understand the needs of the parents in the context of the child.
Dr. Linda Shields, perhaps the most published author on FCC in pediatric acute care
nursing, referred to the work of John Bowlby and James Robertson, as well as Phillip
Darbyshire, as the theoretical framework for all of her FCC research (L. Shields, personal
communication, September 9, 2019). Shields also developed a model of care for pediatrics, the
Parent-Staff Interaction Model of Pediatric Care, where the parent and child are seen as one
unified unit and are the core element of the model (Alsop-Shields, 2002). This model requires
further validation and is based on the concept that parents are present when their child is
hospitalized and it is the interpersonal relationship with them and the health care team that is
fostered through communication, which results in improved care (Alsop-Shields, 2002).
Casey’s partnership model of pediatric nursing (1995) preceded Shield’s model and also
sought to theorize the perspectives of the child, parent, and nurse related to participation in the
child’s care (Coyne & Cowley, 2007; Coyne, 2013; Lee, 1998). Casey intimated that the
partnership model was based on her philosophy that the care of children, whether healthy or
acutely ill, is best provided by their families with support of health care professionals.
These theoretical frameworks identified in the FCC research are universally based on the
vital role family has in the care of a hospitalized child, whether it be in the way of providing
direct care as in Casey’s Partnership in Care, or in identifying how nurses can be more
supportive to families as in Parent-staff interaction model by Alsop-Shields (2002). The key
elements in Shelton & Stepanek’s FCC definition have theoretical underpinnings in each of these
theories. It can be further stated that the groundbreaking work done by Bowlby & Robertson
provided the foundation for each of these theories supporting the importance of family,
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particularly mothers, in the care of their child. However, there are inherent challenges in viewing
the child and family as a “unit of care” in the hospital setting as is implicit in the current FCC
expectation, since by virtue of the child’s acute hospitalization, their care needs must be the
priority focus of health care professionals plan of care and not the needs of the family.
Furthermore, the antecedents of “family” centered care, as identified by Smith (2018), are rarely
addressed in the literature. These include family must exist and be present; family must desire to
be involved; nurses must be willing to incorporate FCC; and nurses must be educated on FCC
and competent in implementing FCC.
Smith (2018) conducted a concept analysis, which resulted in the development of a visual
representation of the concepts of FCC in pediatric hospitalization based on the elements of FCC
as identified by Shelton and Stepanek (1995) (W. Smith, personal communication, May 8, 2020).
This schematic and philosophy provide the theoretical framework for this research (see Figure
1). In this model, there are underlying assumptions that support the framework in terms of
antecedents, characteristics, and consequences of FCC. The antecedents of FCC, as identified by
Smith (2018), include family must exist and be present; family must desire to be involved; there
is continual communication and information from health care providers; families participate in
decisions affecting their child; nurses must be willing to incorporate FCC; and nurses much be
educated on FCC and competent in implementing FCC. Importantly, with the assumption that
parents have the desire to collaborate and participate in their child’s care, nurses must be willing
to negotiate, collaborate and encourage parent participation in the child’s care. This begins with a
nursing assessment of the family’s dynamics, roles, cultural values, and strengths (Smith, 2018).
Other required antecedents for this theoretical framework, include ensuring that there is adequate
time for open and honest communication between parents and staff to set the foundation for
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building a partnership, as well as an environment that is conducive to family participation and
presence on the unit (Smith, 2018).
Figure 1
Schematic of the concept of Family-Centered Care of hospitalized pediatric patients

Note. (W. Smith, 2020, unpublished work). Adapted with permission of the author.
To understand this concept of FCC, it is vital to understand the meaning of “family” and
“care” in this context. Smith’s (2018) definition of family is “a unique group of people who
provide mental, emotional, physical, or social support for each other (p. 60). A family defines
who the members of the family are.” However, the majority of the FCC research includes
parents, not a “group of people,” and typically, only one individual, and that individual is
overwhelmingly the mother. Casey stated family “is usually considered a group, which carries
out certain social and biological functions” and “family is taken to mean parents and others who
20

significantly influence the continuing care of their child” (Casey, 1988, p. 8). Just as the family is
the core component of FCC, there are essential “characteristics” that exemplify the actualization
of care provision that is family-centered in the hospital setting. These include respect for the
unique family characteristics and strengths; support provided to the child and family; family to
family support; open and honest communication; nurse-family partnerships and collaboration;
culture competence and appreciation; and that family is the constant (W. Smith, personal
communication, May 8, 2020).
Theoretically, the intended “consequences” or outcomes of FCC will occur if antecedents
are met and the families experience the characteristics of FCC. These consequences include
individualized and flexible care; increased family comfort and confidence, increased familyprovider communication; strengthened family adaptation and function; improved family
satisfaction; and family empowerment. Collectively, the intended consequences of FCC are
improved family functioning during a child’s hospitalization.
In this model, families should feel empowered to participate in their child’s care at their
level of comfort and feel confident in their child’s care (Smith, 2018). They can expect an open,
honest, and communicative relationship with nursing staff in order to develop a partnership in
care of their child. FCC should be demonstrated with respect for the family’s unique
characteristics and with cultural awareness of their desires. Ultimately, a FCC milieu will
provide a caring and supportive environment that optimizes recovery and healing of the child or
palliation as appropriate, with recognition of the integral role of parents in this care.
This theoretical framework of FCC supports the proposed relationships between the study
variables identified as provision of care in a family-centered care framework, parental beliefs
during their child’s hospitalization, and the degree of parental stress experienced during their
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child’s stay in the PICU. Assuming the antecedents are present, the characteristics of this model
exemplify FCC in the PICU. Additionally, parental beliefs possessed by parents regarding their
role while their child is in the PICU as well as their knowledge of their child’s behaviors will be
manifested through the characteristics of “nurse-family partnerships and collaboration,” “respect
for the unique family characteristics and strengths;” including different methods of coping, and
“support provided to patients and families” and through the outcomes of “increased family
comfort and confidence,” and “family empowerment.” Furthermore, parental stress as an
outcome is inherent in the consequence of “strengthened family adaptation and function.”
Introduction to study variables
There have been limited studies in the past decade focusing on parental perception of
their experience in a PICU, particularly related to FCC, their beliefs regarding their role and their
child’s behaviors, and parental stress. The past two decades have witnessed a significant increase
in evidence-based support for continuous parental presence in the PICU, movement away from
considering parents as visitors, and supporting parental presence during procedures as well as
resuscitation when the parents desire (Curley et al., 2012; Maxton, 2008). Also, during this time,
there has been an increased focus on the design of PICUs with parents’ needs and desires at the
forefront from a family-centered care perspective. Amenities such as private rooms, individual
bathrooms, sleeping space within the same room as child, access to meals, WIFI capabilities to
support working parents, gaming apparatus, etc., are now commonplace in modern PICUs,
particularly those built in the 21st century and located within children’s hospitals.
There has also been interest in identifying the most meaningful outcomes to measure
from a parent perspective after their child has been cared for in the PICU. One of the important
themes identified by Fayed and colleagues (2020) was the need to prioritize family-centered
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outcomes, including understanding and optimizing parental role and parental physical and
emotional health (Fayed et al., 2020). Measuring outcomes during PICU hospitalization is
challenging due to the relatively short length of stay in the PICU, which may not allow sufficient
time to develop relationships with parents and children who are in the midst of a critical illness.
This may also influence their willingness to participate in research during such a stressful time.
For this reason, there is a paucity of nursing research completed in the United States during the
child’s actual stay in the PICU. Often children and/or parents are studied after they have been
discharged from the PICU, which has inherent threats including recall bias, alteration in memory
of actual events, and potential conflation of issues that occurred on the pediatric floor with PICU
issues.
Parental stress in the PICU
Parental stress experienced during a child’s PICU admission is possibly the most
researched parental outcome variable in the pediatric critical care research. The stress
experienced by parents has been studied qualitatively through interviews and observations
(Ames et al., 2011; Colville et al., 2009; Dahav & Sjöström-Strand, 2018; Miles & Carter, 1982),
quantitatively through analysis of parental stress responses on validated instruments (Board &
Ryan-Wenger, 2002 & 2003; Jee et al., 2012; Melnyk et al., 2004; Miles et al., 1984; Nelson et
al., 2019; Rodriguez-Rey & Alonso-Tapia, 2016), and also through a mixed methods approach
(Hagstrom, 2017). It is widely accepted that parents of children in the PICU experience a fair
amount of stress.
There are various theoretical frameworks through which stress has been studied to gain a
better understanding of the antecedents, defining attributes, and consequences. McCubbin &
McCubbin (1993) define a stressor as “a demand placed on a family that produces, or has the
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potential of producing, changes in the family system” (p.28). The severity of the stressor is
determined by the amount of demands it places on family resources and capabilities or the
degree to which it threatens the stability of the family (McCubbin & McCubbin, 1993). Another
definition is stress is a physical, psychosocial, or event stimulus that elicits a response from a
person (Patterson, 1988). An earlier definition by Miles & Carter (1982) defines stress as a
particular relationship between an individual and the environment that is appraised by the
individual as exceeding personal resources and endangering well-being.
Parental stress emanates from multiple sources in the modern day PICU. First and
foremost is the stress of having a critically ill child who requires care in an intensive care unit.
By virtue of the definition, the child requires “critical” care, which can be indicated for a
multitude of reasons, including planned post-operative care for disorders ranging from
orthopedic to cardiac, or life-changing trauma such as high-speed collision or burns, or
exacerbation of a serious medical condition, such as status asthmaticus, diabetic ketoacidosis, or
sepsis. PICUs are typically fast-paced, visually stimulating and overwhelming, and are
incessantly noisy from medical equipment and personnel. Typically, the child’s appearance is
altered due to insertion of various necessary life-sustaining tubes (e.g. endotracheal tube,
nasogastric tube), monitor wires and leads, intravenous lines, dressings, as well as bloody or
bodily secretions or drainage visibly emanating from the child. Children who are most critical
may be receiving continuous hemofiltration, extracorporeal membrane exchange, and or
intracranial pressure monitoring. These alterations in appearance, inclusive of cardiac
monitoring and invasive lines as well as procedures on their child, have been identified as a
consistent source of stress for parents in the PICU (Board & Ryan-Wenger, 2002 & 2003;
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Colville et al., 2009), in addition to the chaotic and unfamiliar environment of the PICU (Dahav
& Sjöström-Strand, 2018).
Children in the PICU may not be able to interact and respond to their parents and others
due to clinical status, sedation medications, chemical paralysis, and/or injury or disease process.
This alteration in the child’s behavior has also been found to be one of the most stressful aspects
for parents of having a child in the PICU (Miles et al., 1984; Miles et al., 1991; Rodriguez-Rey
& Alonso-Tapia, 2016; Wereszczak et al., 1997) as well as the alteration in parental role (Abela
et al., 2020; Ames et al., 2011; Board & Ryan-Wenger, 2002; Dahav & Sjöström-Strand, 2018;
Foster et al., 2016; Hagstrom, 2017; Jee et al., 2012, Melnyk, 2000; Rodriguez-Rey & AlonsoTapia, 2016; Saied, 2006). Parents have found the PICU to be more stressful than general
pediatric acute care, specifically related to appearance of child, procedures, sights and sounds of
PICU, and parental role alteration (Board & Ryan-Wenger, 2002).
Miles & Carter (1982) were pioneers in seeking to identify and measure the sources of
stressors experienced by parents while their child was in the PICU using an inductive approach.
They hypothesized that PICU admissions may be a great source of parental stress due to the
often-unexpected nature of PICU admission, the seriousness of the child’s status, and the
intensity of treatments and procedures that the child undergoes. These same factors may disrupt
the parental role resulting in greater stress. Miles & Carter developed a conceptual framework
for understanding parent stress in the PICU based on Selye’s theory on stress, Lazarus’s
cognitive-phenomenological theory on stress, Roy’s adaptation model of nursing, and Moo’s
theory of coping with illness (Carter & Miles, 1989; Miles & Carter, 1982, 1985). These
theoretical iterations share the premise that an individual’s perception of the power of the
stressors, as well as that those stressors arise from factors within the individual and environment,
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will affect measured stress. This awareness evolved into Miles & Carter (1982) transactional
model of stress in which stressors were categorized as situational, personal, and environmental.
Situational stressors were related to Selye’s internal stressors and Roy’s focal stimuli.
They were defined as threats experienced by having a seriously ill child and “included such areas
as uncertainty about the prognosis, concerns about the child’s future normality, and uncertainty
about length of hospitalization” (Miles & Carter, 1982, p. 65). Personal stressors corresponded
with Roy’s residual stimuli and Selye’s conditioning factors; they encompass all past and present
personal factors that parents bring to the episode of care (e.g. past experiences with death and
illness, financial or family problems). Environmental stressors corresponded with Roy’s
contextual stimuli and Selye’s physical and psychosocial environmental stressor and arise from
the physical or psychosocial environment of PICU.
Based on this review, Carter & Miles (1989) constructed the Parental Stressor Scale:
PICU (PSS: PICU) to assess the impact of certain environmental stressors in the PICU on
parents of hospitalized children through a three-phased approach to instrument development.
The three phases included the conceptualization of the domains to support content validity,
establishment of validity and reliability, and further validity through a research study with a
larger sample size. The original instrument had 79 items categorized in eight dimensions,
describing sources of stress for parents of a child in the PICU (Miles & Carter, 1982). The
dimensions included physical stressors (e.g. sights and sounds in the unit, the child’s appearance,
procedures performed on the child), and psychosocial stressors relating to parent-staff
relationships (e.g. staff communication and staff behavior) as well as parent-child relationship
(e.g. alteration in parental role, and child’s behavior and emotions) (Miles & Carter, 1982; Miles
et al., 1984).
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The importance of studying and ultimately recognizing and minimizing parental stress is
supported by a Board & Ryan-Wenger study (2002) that found that mothers, in particular, still
experienced stress six months after PICU discharge and families were found to be dysfunctional.
Parental stress was operationalized by the PSS: PICU (Carter & Miles, 1984) using a 0-5 Likerttype format that asked subjects to rate how stressful an item was for them, with 5 being
extremely stressful and 1 being minimally stressful. In this study, the authors compared parental
stress between PICU parents, general pediatric acute care parents, and those in a clinic or urgent
care setting, as well as at four different points in time: during hospitalization, 1-2 weeks after
discharge, 6-8 weeks after discharge, and 5-6 months after discharge. PSS: PICU was
distributed to parents to measure parental stress in the PICU and this instrument was modified
for use in the other settings. Although the total means were relatively low (ranging between
minimally to moderately stressful), PICU parents experienced higher levels of stress, with a
statistically significant difference (p < .01) in the total score (PICU M = 2.05, SD = .73; general
pediatric unit M = 1.44, SD = .92) and in four of the dimensions; appearance of child, parental
role alteration, procedures, and sights and sounds of the unit. As has been found in other studies,
the most significant stressors for parents in the PICU were procedures on their child (M = 2.57,
SD = 1.12) and the alteration in parental role (M = 2.37, SD = 1.18). One of the limitations of
this study is that there is no baseline comparison of family functioning and/or stress available
due to the unpredictable nature of a PICU admission.
The PSS: PICU was further studied by Board & Ryan-Wenger (2003) who quantitatively
studied stressors of mothers with young children in the PICU. These researchers were interested
in examining stress symptoms of mothers over time, not simply measuring the presence of stress
during hospitalization, and if PICU mothers (N = 31) experienced stress differently from mothers
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of children receiving acute (N = 32), but not critical care. Parental stress was again
operationalized by the PSS: PICU (Carter & Miles, 1984) and in this study, internal consistency
was .90 for PICU group total scale and .94 for general pediatrics. Frequency counts were used to
identify sources of stress perceived by mothers to fully describe the particular items that were
deemed to be stressful. The following were found to be most stressful for PICU mothers: 100%
identified total experience, injections/shots, sudden sounds of monitor alarms, seeing HR on
monitor, and sounds of monitor and equipment; 97% cited putting needles in my child; and 90%
denoted that too many different people were talking to me; and 90% were stressed by tubes in
[their] child. They found that PICU mothers experienced different stressors than mothers with
children in pediatric acute care perhaps due to the different patient conditions and monitoring
needs of children not receiving critical care. Most stressful elements of the PICU were the total
intensive care experience and the monitors (Board & Ryan-Wenger, 2003). Six months later,
PICU mothers continued to express having low energy, “worrying too much about things,” and
being “easily annoyed or irritated,” which was not evident in the mothers of children who only
received acute, not critical, care.
A study by Nelson and colleagues (2019) researched the effect of family functioning on
the development of acute stress and posttraumatic stress related to PICU admission and found a
very high rate of acute stress in PICU parents as measured by Stanford Acute Stress Reaction
Questionnaire (SASRQ). In this study of parents of children ranging from 8 to 17 years of age (N
= 69), a statistically significant relationship was not found between family functioning and acute
stress (β = 0.06, p = 0.68); however, they did find that parents’ acute stress positively predicted
development of parents’ post-traumatic stress three months after PICU discharge (β = 0.29, p <
0.01). They also found that 78% of parents described acute stress during PICU admission and
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30% of them met the criteria for acute stress disorder as measured by the SASRQ. The SASRQ
had previously been deemed reliable and valid with high internal consistency (Cronbach’s alpha
= .90) and demonstrated excellent reliability and convergent validity (rho = 0.79) (Nelson et al.,
2019). One of the major limitations, that could not (and cannot) be controlled for, is the ability to
measure family functioning prior to admission, as admission to a PICU is typically not a
predictable event, with the exception of highly complex surgery requiring recovery in the PICU.
One study from the United Kingdom (N = 50) that qualitatively examined the impact of a
child’s PICU admission on parents found the following recurrent themes as leading to parent
distress: vividness of parents’ memories, transitions in care (e.g. PICU to floor), and the lasting
impact related to priorities in life and protection of their child (Colville et al., 2009). The authors
found that parental experiences in the PICU are difficult to process due to the high acuity and the
rapidness of change in the child’s medical condition (Colville et al., 2009). This study was a
component of a mixed method study and the quantitative portion of the study found that mothers
experienced higher levels of stress both during the PICU admission and after discharge
compared to fathers (Colville et al, 2009). However, a major limitation of this study was that it
was conducted eight months after discharge from the PICU requiring retrospective reflections of
previous experiences and their past psychological state.
Jee and colleagues (2012) found major stressors to be feelings of uncertainty,
helplessness, procedures on their child and being unable to care for their child in a study of 182
parents based on the COMPASS questionnaire, an instrument developed to measure parental
coping and stress. The differences in these stressors for mothers compared to fathers were
statistically significant in the following domains: not being able to care for their child (median
81.5, IQR 56.1-95.4 for mothers; median 67.3, IQR 41.9-94.6 for fathers; p = .006); child’s
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appearance (median 75.4, IQR 49.8-93.8 for mothers; median 53.1, IQR 20-80.87 for fathers; p <
.001); and witnessing procedures on their child (median 72.3, IQR 47.3-90.8 for mothers; median
50, IQR 23-87.7 for fathers, p =.004). Miles and colleagues (1984) also found significant
differences for mothers experiencing more stress than fathers related to “child’s behavior and
emotions” (F(1, 34) = 5.34, p < 0.05) and “parental role alteration” (F(1,35) = 14.99, p < 0.001)
as measured by PSS:PICU. Although in this study, the” total ICU experience” was equally
stressful for mothers and fathers (Miles et al., 1984).
One of the very few recent qualitative studies to examine parental perception in the PICU
completed while the child was actually still in the PICU was conducted by Alzawad and
colleagues in 2020. This study used a convenience sample of 15 parents (13 mothers, two
fathers) of children consecutively admitted to one PICU in the United States for at least 48 hours,
ranging in age from 1 month to 17 years. The main core construct that was surmised from this
study was parents felt they were riding a roller coaster (Alzawad et al., 2020), which
incorporated environmental stressors (e.g. unfamiliar noises, fast moving staff) and anticipation
of “good” and “bad” events that could happen. The other domains that were highlighted as major
contributors to parents’ stress were being in a stressful new world, describing that [their] brain[s]
were burning all of the time, and that it was like going through a hurricane of emotions.
Interestingly, there was also a common theme of being in a safe place with safe people
simultaneously with the negative emotions that were described. Parents actually preferred to be
in the PICU, during the time they were there, because they felt their child was getting the care
they needed in that unit at that time. This study sought to explore the rationale behind posttraumatic stress disorder (PTSD) after the PICU and described three plausible sources of stress:
exposure to constant threat (e.g. never having quiet), uncontrollable and unpredictable stimuli
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(e.g. tidal wave of feelings), and intense emotions (Alzawad et al., 2020). The authors concluded
that these factors have the potential to trigger the development of PTSD symptoms.
The study by Alzawad and colleagues (2020) is valuable due to the ability to interview
parents in real-time, while still in the PICU, and not have them rely on past experiences, which
may result in recall error or bias. Credibility, dependability, and transferability were all discussed
and addressed in this qualitative study; however, limitations included conducting the study in
only one PICU, with a predominately white, educated, married, and female sample. One of the
sample exclusions in this study was by the discretion of the PICU clinical team who could deem
a family inappropriate to enroll based on their interactions and opinion of the family. This may
be a very reasonable and considerate approach; however, it may have excluded parents whose
experience may have varied significantly from those interviewed.
Similarly, a qualitative study completed in Sweden found that many parents had the
feeling of being in another world while in the PICU and expressed a desire for being involved
and being informed (Dahav & Sjöström-Strand, 2018). They also found alteration in parenting to
be a major stressor and expressed that talking and familiarizing themselves with the child’s
routine was helpful. However, these results may not be transferrable as the population was
homogenous regarding age and diagnosis of congenital heart defect and being less than one year
old. All but one of 12 participants were infants and had congenital heart defects (Dahav &
Sjöström-Strand, 2018).
Other researchers have sought to determine if stress is similar in the Neonatal Intensive
Care Unit (NICU) and the PICU. The stressors in these two distinctly different units have been
found to be similar in terms of alteration in parenting role and child’s behavior and experience;
however, the mean score for the alteration in parental role was higher in the PICU parents
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compared to the NICU parents (PICU M = 3.49, SD 1.18; NICU M = 3.29, SD 0.90) as measured
by PSS: PICU and PSS: NICU respectively (Seidman et al., 1997). These instruments are not
structurally equivalent and, as such, it was not possible to evaluate statistical significance of
differences in scores. In this study, PICU parents were most stressed by alteration in parental role
(M = 3.49, SD 1.18), by their child’s behaviors and emotions (M = 3.47, SD 1.10), and by
procedures being performed on their child (M = 3.22, SD = 1.15). However, this study is over 20
years old and parental presence in the PICU has categorically improved since then.
Other common sources of stress for parents in the PICU environment include lack of
privacy, disrupted sleep, food insecurity, impaired staff communication and behaviors and
constant noise (Board & Ryan-Wenger, 2002; Lewandowski, 1980) as well as the “total
experience” in the PICU (Board & Ryan-Wenger, 2003). This “total experience” in the PICU is
a significant source of stress for many parents, and has been described as a “roller coaster,” and
as “having their world turned upside down” (Alzawad et al., 2020; Board & Ryan-Wenger, 2003;
Carnevale, 1999; Foster, Young et al., 2017; Hagstrom, 2017). PICU parents are also at risk of
witnessing, or at least being aware of, emergencies with other children in the PICU that may or
may not have a good outcome, which may contribute to parental stress (Gaudreault & Carnevale,
2012). This is often dependent on the physical layout and size of the PICU, but some awareness
of other patients is often commonplace.
One study that was specifically interested in children that were considered “long stay” (>
7 days) in the PICU found that parents described their experiences as filled with “ups” and
“downs,” like a roller coaster (Hagstrom, 2017). Using a mixed methods approach in a sample of
nine parents (eight mothers and one father), Hagstrom (2017) identified sources of stress in this
study included separation from other children at home, their child’s illness, and not knowing the
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child’s ultimate outcome and course of recovery. These findings were noticeably different from
the majority of research on parental stress in the PICU in that the environment was not found to
be a source of stress for parents nor was conflict with the parental role of significance. This could
be related to the timing of the study and /or that the sample size was quite small (n=9) with a
homogenous sample of non-Hispanic, married, and biologic parents, and/or that the majority of
the families had children with previous ICU admissions. This study also measured the effect that
their child’s critical illness had on family life and functioning via the Family Systems StressorStrength inventory (FS3) by Berkey & Hanson (1991). The FS3 is a 53-item Likert-type
questionnaire, divided into three parts, that is designed to measure family members’ perception
of stressors and strengths within their family. Only one section, the 12-item family systems
stressors, was used for this study despite no reliability data being reported for use of this
instrument. The authors chose it based on interrater agreement, content validity and documented
that it was a good conceptual fit. However, the author did not provide any inferential statistic
results but rather qualitatively analyzed the themes related to sources of stress across
participants.
Additional research focused on children with longer stays in the PICU have found initial
parental stressors become less paramount as the length of stay (LOS) in the PICU increases. In
particular, alteration in parental role and concerns with procedures lessen over time and concerns
regarding work, family, and finances increase (Foster et al., 2016; Meert et al., 2001; Saied,
2006). Environmental stress has also been found to be less prevalent for parents in the PICU for
a longer period of time (Hagstrom, 2017; Shudy et al., 2006). However, these stressors were
replaced with other stressors for parents of children with extended LOS in the PICU: separation
from their other children at home, dealing with the child’s illness and distress and “not knowing”
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(Hagstrom, 2017). This may become more important as the forecasted rate of children admitted
to the PICU is expected to remain stable; however, children with chronic medical complexity
will be a more prominent population in the PICU, which may increase the length of stay
(Rennick & Childerhouse, 2015). The acuity is also predicted to continue to increase, with only
the most critically ill requiring PICU admission (Rennick & Childerhouse, 2015). This evolution
may continue to exacerbate stress in parents while in the PICU.
Unfortunately, the majority of the research related to parental stress in the PICU is
slightly outdated albeit still relevant and provides a rich database from which to better
understand the factors that impact the stress experience of parents, potential interventions to
mitigate stress, and implications of stress on the parent individually and in context of his/her
child, family, and society. Although it is not possible to eliminate parental stress in the PICU due
to the unexpected nature of many PICU admissions, as well as the inherent and likely
unavoidable stress over the potential loss of child, serious condition of child, and rapidly
changing clinical status, this research identifies the gaps in essential areas of research and
enhances our knowledge of the major sources of parental stress.
Parental role, parental beliefs, and parental stress in PICU
The traditional and expected role of a parent is to protect their child and provide a safe
and loving environment. A child’s critical illness threatens this expected role and requires an
adjustment to allow others, typically strangers, to provide life-saving care to their child. There is
a need to rapidly adapt to being the parent of a critically ill child and learn how to continue to
parent in this new and unfamiliar environment. This adjustment is often difficult and is
influenced by multiple factors, such as the child’s pre-existing conditions, previous
hospitalizations, parental personality, reason and circumstances of admission and previous
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experience with illness and death (Melnyk, 2000; Meyer et al., 1998). Parental participation in
care of their child is a major aspect of the role of a parent. In a non-hospital setting, it is natural
and expected that a parent provide care for their child; however, this dynamic is altered when the
child is critically ill and the parent is in an unfamiliar environment with technologies often
assisting their child’s most basic functions (e.g. breathing, eating).
In order to encourage parental participation, Curley (1988) developed and implemented
the nursing mutual participation model of care (NMPMC) program, which was found to decrease
parental stress, as measured by PSS:PICU, both during the PICU stay and after hospital
discharge (computed total PSS:PICU score: control M = 2.7 experimental group M = 1.9, p <
.001). The NMPMC is a four-step process whereby a nursing professional visits with the parents
in the PICU to assess their perception of illness and beliefs and attitudes regarding health to elicit
their preferences and invite them to participate in their child’s care thru NMPMC. This
intervention was found to be most impactful for parents of children with unexpected PICU
admissions compared to planned admissions, again as measured by the PSS: PICU (Curley,
1988).
In a follow up study researching the effects of NMPMC on PSS: PICU, parents again
experienced less stress when they received the experimental intervention even when delivered by
a bedside nurse (Curley & Wallace, 1992). Parents in the experimental group experienced
significantly less stress related to alteration in parent role (F = 4.35 (1, 96); p = 0.042) and in the
overall PSS: PICU total score (F = 5.25 (1, 103); p = 0.026). Furthermore, the intervention was
more impactful for parents of younger children (F = 4.94 (1, 96); p = 0.028) and for parents
without a prior PICU experience (F = 14.53 (1, 103); p < 0.001) (Curley & Wallace, 1992).
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With the understanding of the importance of parental participation and that “parental role
alteration” is one of parents’ greatest stressors based on previous studies, a qualitative
interpretive study exploring parents’ perception of the parental role in a Canadian PICU was
performed by Ames and colleagues (2011). Seven parents of children up to 17 years of age were
interviewed and the most important aspect for parents was being present and actively
participating in their child’s care. These parents believed that active participation in their child’s
care was vital to their child’s physical health and psychological wellbeing. They also felt that
forming a partnership of trust with PICU health care workers and being informed of their child’s
progress and treatment plan as the person who “knows” the child best were crucial elements.
Investigator triangulation was used to reduce likelihood of biased data and improve the rigor of
this study.
In 1994, Melnyk studied four groups of hospitalized children and their mothers (N = 108
mothers of children between the ages of 2 to 5 years), who each received a different intervention
in the form of information to determine if this information influenced the parents’ psychological
wellbeing when confronted with unplanned hospitalization of their child. The two types of
information that were provided were child behavioral information and parental role information;
one group received education regarding child behaviors, one group received education regarding
parental role, one group received both types of education, and a control group received neither,
but did receive general information regarding the hospital to minimize the threat to external
validity. The instrument used to measure anxiety was State Trait Anxiety Inventory (STAI); the
“index of parent participation/hospitalized child” was used to measure the problem-solving
outcome of mother’s coping; the “post-hospital” behavior questionnaire was used to measure
negative change in children’s behaviors following hospitalization; and finally the “parental belief
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scale” was used to measure variables “believed to mediate the effects of child behavioral
information and parental role information on maternal anxiety and mothers’ participation in their
children’s care” (Melnyk, 1994, p. 52). Mothers who received the interventions had significant
main effects for child behavioral information (F(1, 104) = 16.7, p < .001) and parental role
information (F(1, 104) = 18.7, p < .001) and reported less anxiety.
Using this same intervention strategy, now referred to as Creating Opportunities for
Parent Empowerment (COPE), Melnyk and colleagues (1997) performed a randomized
controlled study of mothers (N = 30) of critically ill children who were unexpectedly admitted to
a PICU in New York to test the effects of their intervention program. This research expanded on
her 1994 study and involved delivering educational information to parents related to child
behaviors and parental role in a two-group experimental design using random assignment. The
information regarding child behaviors was specific to the typical response of a young child to
critical illness. The parental role information provided mothers with suggestions on how best to
facilitate their child’s adjustment to hospitalization. The mothers’ stress was measured via PSS:
PICU and their anxiety was measured via STAI and the Profile of Mood States (POMS).
Mothers that participated in the COPE program, reported less stress related to their child’s
behavior and emotions compared to the control mothers (t(24) = 2.05, p = .05) resulting in small
effect for the COPE program. The mothers in the experimental group were also found to provide
more support to their child during painful procedures (t(24) = 2.12, p < .05) and more emotional
support overall (t(19) = 2.25, p < .05) (Melnyk et al., 1997). Mothers who received the COPE
intervention also reported significantly less stress upon transfer to the pediatric unit related to
their child’s emotions and behaviors than mothers in the control group, t(24) = 2.05, p = .05
(Melnyk et al., 1997).
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Melnyk and colleagues continued to research the effects of COPE on mothers and
critically ill children in a randomized controlled study in 2004. The components of the COPE
intervention that focused on the mothers’ beliefs and knowledge of the typical behaviors and
emotions to expect from their young children during critical illness are based on the selfregulation and control theories (Melnyk, Alpert-Gillis et al., 2004). They studied 174 mothers
and their 2 to 7-year-old children who had been unexpectedly hospitalized in a PICU. In this
study, the control group underwent structurally equivalent interventions in order to decrease
threats to external validity. The experimental group (COPE group) received an intervention in
three phases; initially while in the PICU, then after transfer to the pediatric floor, and finally a
few days after discharge to home. The Cronbach’s alpha for the PBS total scale was .91 and for
the PSS: PICU it was .90-.91 for the total scale in this study (Melnyk, Alpert-Gillis et al., 2004).
This research reported significantly less parental stress (COPE M = 57.3, SD = 28.3; control M =
70, SD = 34.6, F 6.38, p </= .01) as well as increased parental participation in their child’s
emotional and physical care for COPE mothers. Specifically, mothers in the COPE group
reported significantly less stress on the following subscales of the PSS:PICU: their child’s
behavior and emotions (COPE: M = 19.0, SD = 9.8; control: M = 23.4, SD = 11.9; p </= .01);
procedures on their child (COPE: M = 10.8, SD = 6.9; control: M = 13.6, SD = 7.7; p </= .05);
and their child’s appearance (COPE: M = 2.9, SD = 2.9; control M = 4.7, SD = 4.0, p </= .01).
Additionally, the parents in the intervention group had significantly stronger beliefs related to
their children’s likely responses to hospitalization and how they could support their child’s
adjustment (COPE M = 72.7, SD = 10; control M = 69.0, SD = 13.5, F 3.80, p </= .05). These
mothers also experienced significantly less stress than control mothers upon transfer to the
pediatric floor (p </= .01). This research supports the benefits of supporting parental beliefs
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regarding their role and their child’s behavior while hospitalized in order to decrease parental
stress.
This research has added to the literature of parents’ perceptions during the PICU,
particularly related to how their beliefs regarding their role and understanding their child’s
behavior can influence their psychological well-being. It is through understanding how parents
want to participate in their child’s care and their beliefs around their role during their child’s
critical illness that we can better support parents while in the PICU. Inequality between nurses
and parents by virtue of the role they are assigned in the acute care environment requires
acknowledgement and exploration in order to avoid boundary issues around the care of the
critically ill child. While the nurse may typically have specialized knowledge and skills to care
for the child, it is parents’ who “know” their child best. It is essential to address and provide
support of this delicate balance by embracing the importance and necessity of parents in the
provision of optimal care to the critically ill child.
Parental perception of Family-Centered Care in the PICU
There are few life events more distressing to a parent than the admission of their child to
a critical care unit. By virtue of the need for critical care, it is rarely elective or pre-planned.
Ensuring that this experience is supported by a family-centered care environment is crucial to
optimizing the outcomes for the child and family. However, still relatively little is known
regarding how to enhance this experience from a parent’s perspective.
Richards and colleagues (2017) performed an integrative review of qualitative and mixed
methods empirical research with a focus on communication between health care workers and
parents in the PICU. They identified five main themes of FCC behaviors desired by families to
support the parental role and improve patient and family outcomes in their qualitative study.
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These themes include the following: sharing information with the parents, hearing parental
voices, making decisions for or with the parents, individualizing communication, and negotiating
roles (Richards et al., 2017). They acknowledged that a PICU admission could be very stressful
for families due to the seriousness of the child’s condition, fear of death, uncertainty, and
challenges with communication and alteration in parental role that may affect parents’
psychological wellbeing. They also highlighted one of the challenges with FCC is having the
parent as care provider with the clinicians on the one end of the spectrum, and the other end has
the parent as a care recipient. They encouraged ongoing research inclusive of the parent
perspective and research to investigate optimal strategies to modify and improve communication
with regard to biases, power differential, and cultural difference in parents and staff alike.
A recent systematic review by Hill and colleagues (2017) reviewed almost 50 research
articles (32 qualitative/mixed methods and 17 quantitative) on FCC in the PICU and
demonstrated that there is still a need for more research, particularly from the parents
perspective. They found that the FCC concepts most commonly represented are respect and
dignity, information sharing, parental participation, and assessment of met/unmet parental needs.
The absence of these core FCC elements during PICU hospitalization have been shown to have a
negative effect on parents’ stress, specifically parental role (Board & Wenger, 2000; Melnyk et
al., 2004; Pooni et al., 2013; Seidman et al., 1997). One concept that they strongly encouraged be
included in the core concepts of FCC is the importance of the environment of care. As discussed
earlier, the environment of care as well as parental role needs have been found to be correlated
with parental stress in the PICU (Carter & Miles, 1989; Miles & Carter, 1982; Melnyk 2000;
Melnyk, Alpert-Gillis et al., 2004; Melnyk, Small, & Carno, 2004).
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A large majority of the quantitative research focusing on FCC from the perception of
parents and/or health care workers in pediatric acute care has been conducted by Dr. Shields. In
2003, Shields and colleagues examined the differences between parents’ perceptions of needs
related to FCC compared to staff members perceptions of parents’ needs during hospitalization
in Sweden using a reliable and valid tool entitled “Needs of parents of hospitalized children”
questionnaire (NPQ) developed by Kristjánsdóttir (1991) (Kristjánsdóttir, 1991; Shields et al.,
2003). This questionnaire was designed to measure emotional and physical needs of parents
during their child’s hospitalization as well as needs for involvement, support, and information.
The instrument has three subscales (importance, fulfillment, independence) and demonstrated
excellent reliability (reliability coefficient > .91 for each subscale) (Shields et al., 2003). One of
the limitations of the NPQ instrument is that it was not validated in the PICU and that each item
in the instrument is analyzed individually for importance, fulfillment, and independence rather
than the instrument as a whole.
Shields continued to investigate perceptions of FCC and developed an instrument to
compare staff and parents’ perceptions of FCC in various patient care settings and in patients
with different types of care needs (Shields & Tanner, 2004). The parent component of the
questionnaire was derived from Galvin et al. (2000) and was based on the FCC theoretical
framework concepts of respect, collaboration, and support. The nurse’s component of the
questionnaire was derived from Hutchfield’s concept analysis, which identified FCC themes of
respect for parents, collaboration, shared decision making, and effective decision making
(Aggarwal et al., 2009; Hutchfield, 1999; Shields & Tanner, 2004).
This questionnaire was later studied in the United Kingdom, Iran, and Brazil where
further reliability and validity were documented (Aggarwal et al., 2009; Silva et al., 2015; Vasli,
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2018) and eventually the questionnaires were referred to as Patient Family Centered Care –
Parent (PFCC-P) and Patient Family Centered Care – Staff (PFCC-S) (Silva et al., 2015; Vasli,
2018). Reliability was demonstrated with Cronbach’s alpha ranging from .72 to .81 for the parent
scale (PFCC-P) and .78 to .87 for the staff scale (PFCC-S) (Aggarwal et al., 2009; Silva et al.,
2015; Vasli, 2018), as well as intraclass coefficient of >/=0.706 for PFCC-P and >/= 0.756 for
PFCC-S (Silva et al., 2015; Vasli, 2018). Validity for this questionnaire was established in
multiple studies in terms of content, criterion, and construct validity (Aggarwal et al., 2009;
Shields & Tanner, 2004; Silva et al., 2015; Vasli, 2018). However, the method of concurrent
validity is circumspect since there was no reference to correlations with any other measures
mentioned. Furthermore, there was no clear definition of FCC provided in two of the studies,
which threatens the construct and content validity (Galvin et al., 2000; Shields & Tanner, 2004;
Silva et al., 2015). This instrument is slightly more challenging to use in conjunction with other
variable measurement instruments since it provides measurements of frequency for each item,
allowing comparison of parent versus staff response, but does not provide a total summed score
that could be correlated to other variable outcomes.
In contrast to measuring health care professional’s perception of FCC, Curley and
colleagues developed an instrument to measure parents’ perceptions of FCC in acute care and
sought to establish psychometric properties. The Family-Centered Care Scale (FCCS) is a 7-item
instrument that has been deemed reliable and valid in measuring parents’ perception of familycentered nursing care in the PICU (Arabiat et al., 2018; Curley et al., 2013). The FCCS
instrument was used in an Australian study by Arabiat and colleagues (2018) to measure FCC.
They also added an additional open-ended question to elicit what FCC meant to each parent. In
this study, the instrument had good content and internal validity and was deemed reliable with
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good internal consistency for “importance” (Cronbach’s alpha .86) and “fulfillment”
(Cronbach’s alpha .93), which is consistent with the original research (Curley et al., 2013). All
items had a match between importance ratings and consistency (mean for total score was 96.6
out of range of 57-100). Overwhelmingly, the majority of parents (85%) had a positive
experience with FCC but had less positive experience with feeling like valued members of the
care team, being seen as important in their child’s care, and feeling well cared for by nurses.
Parents ranked having the nursing staff provide explanations of care (95.8%) and inform them of
expected changes in their child’s condition (93.8%) as the most important aspects of care
(Arabiat et al., 2018), which are similar to the findings by Curley and colleagues (2013). For the
open-ended question regarding what FCC meant to them, parents described informal expressions
of FCC such as allowing parents to stay with child in hospital, including them in child’s care,
and providing care to the whole family. However, in the quantitative section, the parents listed
“helping parents feel well cared for” of low importance in comparison to the other items. Of
note, parents of children with chronic illness reported lower consistency scores compared to
other parents.
One of the biggest challenges identified in the Arabiat study (2018) was lack of clear
communication and parents’ need for more information regarding expected care and changes in
condition. The authors query whether the parent as part of the “unit of care” was beneficial. They
suggest that more research is needed to identify how parents understand FCC and that more
information is needed to determine what is best for the acutely ill child in the hospital setting.
When measuring parental participation as an element of FCC, research by Daneman and
colleagues (2003) and Paliadelis and colleagues (2005) demonstrated that there is a disconnect
between nurses’ support of the concepts of FCC and implementation of these concepts into
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actual practice. Daneman and colleagues (2003) specifically concluded that, although health care
providers valued the philosophy of FCC, there were areas of resistance to parental participation
particularly in relation to more complex tasks (e.g. medication administration, restraint of the
child for procedure, and parental presence during procedures). In Paliadelis and colleagues
qualitative study (2005), nurses "believed that by protecting parents from unpleasant events they
were 'caring' for the whole family, that is, they were actually implementing family-centred care"
(p. 36). The themes in this study included empowerment issues, barriers and constraints, care and
protection and tasks and roles, which were validated to ensure rigor and trustworthiness, and
highlight the need to approach FCC from the parents’ perspective with awareness and education
of the nurses’ caring for the child.
Another prominent researcher in FCC, Dr. Imelda Coyne from Ireland, has investigated
partnership and collaboration between parents and nurses, which is considered a key component
of FCC. In her qualitative research, she found that the parent-nurse relationship could not be
characterized as a partnership, but rather the nurse relied on parents to participate in care in an
informal manner, which challenged the philosophy of partnership with parents (Coyne, 1994,
Coyne & Cowley, 2007; Coyne, 2013). It was hypothesized that this reliance on parents may also
be a burden for parents and affect their welfare from an immediate and long-term perspective.
They concluded that the “underlying basis of parent participation is for parents to be able to be
present, to love and emotionally support the child, and to reduce separation anxiety” (Coyne &
Cowley, 2007, p. 903).
Coyne’s qualitative work later informed her quantitative research where she distributed
the Family-Centered Care Questionnaire – Revised (FCCQ-R), a 47-item instrument with nine
subscales representing key elements of FCC as well as a demographic questionnaire. This
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instrument assessed which activities nurses perceive to be present in their practice ("current
scale") and which activities were necessary to effectively practice FCC ("necessary scale"). In
Coyne’s study, reliability was demonstrated by Cronbach's alpha .52-.85 for subscales, and .93
for total current scale and .94 for total necessary scale, which is consistent with the original
psychometric analysis (Bruce & Ritchie, 1997). The authors found that nurses reported that they
practiced FCC, but this did not correlate with their scores for actual practice, which is consistent
with previous research (Bruce & Ritchie, 1997; Bruce et al., 2002). One of the limitations of this
instrument is that FCC practice is measured from the perspective of the health care worker and
not the parents or family members, which may not capture elements of FCC that are important to
parents.
Macdonald and colleagues (2012) performed a prospective ethnographic study to explore
the lived experiences of parents in a Canadian PICU. Their findings reinforce the divergence
between the espoused concepts of FCC and the actual experience of parents in a PICU. The
overarching theme was “the office versus the bedroom” implying that the child’s room in the
PICU is elements of both. Nurses and other staff encourage parents to transform the child’s
hospital room to resemble more of a bedroom through favorite blankets, music, pictures, etc., yet
the office culture of the PICU in terms of computers, noise, bulletin boards, etc. is equally
represented. Other observations that were highlighted include the transformation of the child to a
patient and the parent to a visitor. These transformations immediately alter the roles of both the
child and parent upon arrival to the PICU leaving the parent with a host of emotions, particularly
when asked to leave their child’s bedside for a procedure or for the nurse to settle the patient.
This study further found that excessive noise levels, inadequate parental accommodations, and
boundary issues occur on a regular basis and conflict with the philosophical principles of FCC.
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As with any methodology, the limitations to this study include the inability to generalize beyond
this PICU; however, trustworthiness was demonstrated via member checking, application of
criteria for methodological rigor, audit of fieldnotes, professional transcription of audio-recorded
interviews, and triangulation.
Another qualitative investigation in Australia focused solely on children who were
critically injured and found that the three main themes for parents in the PICU are: navigating the
crisis of child injury, coming to terms with the complexity of child’s injury, and finding ways to
meet the family’s needs (Foster, Young et al., 2017). Although the experiences of these parents
may be different than those of parents whose children were admitted for non-trauma related
indications, there were more similarities than differences noted such as the need for timely and
accurate communication with health care staff, feeling that their world “had turned upside
down,” difficulty seeing their child in pain, and difficulty balancing hospital and home life
particularly other children and work responsibilities.
Butler and colleagues (2013) undertook an integrative review of research pertaining to
FCC in the PICU. Their review further supported the findings of a disconnect between
perceptions of health care workers and parents related to FCC. They found that enmeshment of
roles in the PICU become challenging when parents are unable to provide unencumbered care to
their own child. Although Butler and colleagues suggest that based on the research, parents
should have unfettered access to the PICU and to their child while in the PICU, this may not be
practical. Certainly, open access to the PICU sounds reasonable as long as the layout of the unit
and existing practices mitigate inadvertent exposure of parents to emergencies or events
unrelated to their child. Unencumbered direct access to their child’s physical needs may also not
be prudent if the child has highly technical and complex medical needs consistent with being
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admitted to a PICU and the parent is not knowledgeable about this highly technical care. This is
where the importance of parental partnership and communication becomes paramount to ensure
that the parent is able to participate in the way that is desired and meaningful for them and safe
and practical for the child based on their clinical status. This typically requires open
communication between the bedside nurse and the parents to establish realistic expectations and
support parents in fulfilling their parental role in a way that aligns with their wishes and abilities.
Summary
It may not be possible to have one approach to FCC that would be amenable and
appropriate for all patients and all families in the PICU. It is unrealistic to expect to deliver FCC
in a stringent structured method since each patient and family is unique and their needs may vary
by day, hour, or minute. However, the principles of FCC can remain stable and omnipresent in
the care of each family. Nurses, in particular, are in an optimal position to be cognizant of this
and assess each family to ensure their needs are met, whether it be through increased
participation, support of their parental beliefs, improved communication, addressing boundary
issues to support optimal parental role expression and partnership, demonstrating respect for
unique family characteristics, and/or any and all of these.
Conclusion
The reviewed research related to FCC in PICU, parental beliefs, and parental stress in
the PICU highlight there is still much to be known about parents’ experience in the PICU,
particularly related to the relationship of these variables. The review of the literature revealed the
following gaps: limited research reviewing FCC in PICU from parents’ perspective; very few
studies completed while parents/child still in the PICU; a paucity of recent literature, limited
research conduct in the United States; no research that has specifically assessed the relationship
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of parental beliefs regarding their role and child’s behavior and their FCC experience; and the
majority of research has studied aspects of FCC, not FCC as a total concept, and did not examine
a relationship to parental stress. This study will enhance our understanding of parental stress,
particularly as it relates to the nursing practice of FCC and to parents’ beliefs concerning their
child and their parental role while in the PICU. The findings of this study can provide guidance
on areas of importance to parents so that staff can assess and intervene to affect positive
outcomes.
While it may not be possible to eliminate parental stress in the PICU due to inherent
concerns regarding potential loss of their child and the aforementioned stressors of having a child
in the PICU, understanding the unique needs of parents when their child is admitted to the PICU
will inform nurses and providers regarding how to ideally address these needs preemptively.
Nurses are in the optimal position to effect change and better support parents in their parental
role by informing them of expected changes in their child’s behavior, appearance, and clinical
status through improved communications and interventions targeted at situations found to be
most stressful (e.g. transitions in care; environment, child’s behavior).
In order to support parents during their child’s critical illness and develop effective
theory-based interventions, it is crucial to understand their experience of FCC, and how beliefs
of their role and/or their child’s behaviors while hospitalized impact parents’ perception of stress.
This research is essential since children are dependent on their parents to meet their needs and,
while this role may be altered while in the PICU, children will once again be reliant on their
parents upon discharge. It behooves us as a society to ensure that we prioritize parents’
psychosocial wellbeing so that they are equipped, physically and mentally, to care for their child
upon discharge to home.
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Based on this literature review, the instruments selected to measure the variables in this
study were the FCCS by Curley and colleagues (2013) to measure parental perception of FCC in
the PICU; the Parent Belief Scale for Hospitalized Children by Melnyk (1994) to measure
parental beliefs regarding their role and their child’s behaviors while in the PICU; and the PSS:
PICU by Miles & Carter (1982, 1985) measured parental stress in the PICU.
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CHAPTER III
METHODOLOGY
Introduction
This chapter will discuss the research design of a quantitative study, which explored the
relationship between the variables of family-centered care (FCC), parental beliefs, and parental
stress during a child’s PICU admission. The sample, setting, and methodology will be described
including the data collection procedures, research instruments, methods of analysis, and the
ethical considerations.
Study Design
A descriptive correlational design was implemented to examine the relationships between
parents’ perception of FCC and parental beliefs and parental stress while their child was in a
PICU. This design sought to explore the relationship of these variables, which has not been
previously established in the literature, and there was no attempt to manipulate or control the
variables or infer causality (Polit & Beck, 2020). Convenience sampling was employed to recruit
all parents who met eligibility criteria until the sample size was met.
Description of Population and Setting
The population of interest was parents of children in a PICU in the United States. Since it
is unrealistic to survey all parents of children who are hospitalized in a PICU, a convenience
sample was obtained from one PICU in a large northeast health system while the child was still
admitted to the hospital, either in the PICU or after transfer to a general pediatric unit. The PICU
was a 20-bed unit located in a 106-bed children’s hospital located within a 500+ bed major
academic medical center. This PICU provides care to over 850 critically ill children per year
with an average case mix index of 2.04, and an average length of stay of 7 days. This PICU
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incorporated family-centered care as an essential element of their care delivery approximately 20
years ago.
To be eligible for this study, participants were at least 18 years old, the parent or legal
guardian of a child under the age of 21 admitted to the PICU and were able to read and write
English. Participants were excluded if their child was admitted for non-accidental trauma, or
were in PICU for less than 24 hours.
Sample size: In order to determine the appropriate sample size for this study and to have
meaningful outcomes, a power analysis was conducted using the computer program G*Power 3
(Faul, Erdfelder, Lang, & Buchner, 2007). The power analysis utilized Cohen’s (1988) criteria
for effect size. The hypothesis, examining the relationship between family perception of FCC,
parental beliefs and parental stress, was tested using multiple regression. Two predictor variables
(perception of FCC and parental beliefs) were entered into the sample size calculator. A priori
assumptions were entered to calculate the necessary number of parents needed to adequately
address the research question. Assuming values of α = 0.05 and power = 0.80 with a medium
effect size (0.15) and one tail, the required and obtained sample size was 43. The actual power
for this test was 0.803.
For three consecutive months, all parents of children admitted to this PICU received a
flyer with study information upon admission. Fifty-two parents expressed an interest in
participating in the study and were given the survey packet. Forty-four parents (85%) returned
survey packets, only one was incomplete (2%), yielding a sample size of 43.
Research Instruments and Measurement Methods:
Three research instruments were selected for this study based on their relevance to the
research question, congruence with the theoretical framework, reliability and validity in similar
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populations, and ease of completion in a reasonable time frame. Permission was obtained from
all authors of each instrument used in this study. A demographic instrument was also developed
to obtain descriptive statistics as well as potential variables for correlations.
Family-Centered Care Scale (FCCS). The Family-centered Care Scale is a 7-item
instrument (see Appendix A) designed to measure a parent’s experience of nursing care that
embodies core principles of FCC and assesses each item based on “importance" and
"consistency" of actions of the nurse using a 5-point Likert scale (Curley et al., 2013). The Likert
scale for the questions about “importance” of an item range from 1 = “not at all important” to 5
= “very important.” Likewise, the responses to assess “consistency” of an item range from 1 =
“not at all consistent” to 5 = “very consistent.” The FCCS can be completed in less than five
minutes. The instrument is scored based on linking the “importance” and “consistency” ratings in
a single score based on degree of match. The number of matches is summed and divided by the
number of possible matches, then multiplied by 100, to calculate a percent match score. Factor
analysis demonstrated that there was a high correlation between “importance” and “consistency”
with all seven items in the final scale rated to be the most important to parents (Curley et al., p.
167, 2013). As such, the authors state that the subscale “consistency” can be used independently.
Development of this instrument involved a three-phased approach, which included
development and pilot testing of an 18-item instrument, refinement and retesting, and finally
validity testing of a shortened 7-item scale. Face validity was established by expert pediatric
nurses and parents of hospitalized children. Construct validity was demonstrated through
correlation of FCCS with another instrument, Pediatric Inpatient Experience Survey (PIES),
using subscale scores to measure convergent validity. Furthermore, known-groups validity was
established by comparing FCCS score across groups expected to differ in the PIES instrument.
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Confirmatory factor analysis resulted in the combination of two factor structures to a single
factor for “consistency” due to minimal discrimination evidenced by an extremely high intercorrelation (.95) (Curley et al., 2013). The two-factor structure for FCCS includes one factor
relating to how nurses care for parents and the other on the child’s care. The instrument was
deemed to have internal consistency and reliability with Cronbach's alpha .78 for the subscale
"importance" and .92 for the subscale "consistency" (Curley et al., 2013).
For the current study, the FCC subscale of “consistency” was also found to be highly
reliable with a Cronbach’s alpha = .82. Total maximum score for consistency alone was 35,
scores ranged from 25 to 35, with a mean of 32.95 (SD = 2.87).
Parental Beliefs for Hospitalized Children Scale (PBS). Parental beliefs were
measured by the Parental Beliefs Scale (PBS), which is a 20-item instrument (see Appendix B)
with two subscales developed to measure parental beliefs about a hospitalized child’s emotional
and behavioral responses to hospitalization and the parents’ role in facilitating the child’s
adjustment. The PBS was adapted from Johnson’s 15-item belief scale and modified to 20 items
by Melnyk (1994). Of the 20 items on the instrument, eight items operationalize parental beliefs
about their hospitalized child, such as “I know what changes in behavior to expect in my child
while he (or she) is in the hospital” (Melnyk, 1994). The other 12 items measure parental beliefs
about their role during hospitalization, such as “I feel confident in telling the nurses and doctors
about what will best help my child while he (or she) is in the hospital.” A 5-point Likert scale is
used for all items, ranging from 0 (strongly disagree) to 5 (strongly agree) and the instrument
takes about five minutes to complete. Items on the instrument are summed, with reverse scoring
of negatively worded items, and a possible total score of 20 to 100, with a higher score indicating
more positive beliefs.
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The construct of parental beliefs was hypothesized to mediate the effects of parentfocused intervention programs on the coping outcomes of mothers of hospitalized and critically
ill children. Psychometric testing was performed on data from three intervention studies (total n
= 273) of mothers of hospitalized and critically ill children less than 7 years old, and supported
the reliability and validity (Melnyk et al., 2003). A panel of experts and a group of mothers
established content and face validity. Construct validity was assessed by a Principal Components
Analysis with varimax rotation. Two factors (e.g. parental beliefs about their children and beliefs
about their role) were supported by the factor analysis and accounted for 42.8 percent of the
variance in the scale. Validity and reliability were established for this instrument as reflected by
Cronbach’s alpha of .89 for the total scale, and .85 and .79 for the subscales of parental role
beliefs and beliefs regarding the hospitalized child (Melnyk et al., 2003). This instrument is
appropriate for use with parents of older children and adolescents in the PICU in addition to
younger children (B. Melnyk, personal communication, September 13, 2020).
The excellent reliability of the PBS instrument demonstrated in the previously discussed
research was also found in the current study, as evidenced by a Cronbach’s alpha of .91 for the
total scale, and .87 and .79 for the subscales of parental roles and beliefs about their child,
respectively. Total scores ranged from 50 to 100, with 100 as the maximum attainable score.
Parental Stressor Scale: PICU. Parent stress was operationalized by the Parental
Stressor Scale: PICU (PSS:PICU) (Carter & Miles, 1984), an instrument with 7 subscales that
measure the environmental stressors experienced by parents of children hospitalized in an ICU
using a Likert-type format. The responses for each item range from 0 to 5 (0 = not experienced, 1
= not stressful, 2 = minimally stressful, 3 = moderately stressful, 4 = very stressful, and 5 =
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extremely stressful). Higher item and subscale scores indicate higher stress. The PSS: PICU
takes approximately ten minutes to complete.
Carter & Miles (1989) constructed the Parental Stressor Scale: PICU (PSS:PICU) in three
phases including the conceptualization of the domains to support content validity, establishment
of validity and reliability, and further validity through a research study with a larger sample size.
The original instrument had 79 items categorized in eight dimensions, describing sources of
stress for parents of a child in the PICU (Miles & Carter, 1982). The dimensions were
categorized as “sights and sounds,” which included the general physical environment that parents
may see and hear (e.g. monitors, bright lights, sights of other sick children); “child’s appearance”
(e.g. any tubes, restraints, equipment, cuts/wounds, puffiness); “procedures” (e.g. suctioning,
injections, IV fluids, drawing blood, inserting tubes, respiratory treatments): “child’s behavior”
(e.g. confusion, rebellion, demanding behavior, inactivity, uncooperativeness, pain); “child’s
emotions,” which was closely related to child’s behaviors and included expressions of emotions
of fear, anger, sadness, and depression; “staff communication” (e.g. explaining things too fast,
using words not understood, having too many people talking to parents, giving too much or not
enough information); “staff behavior” (e.g. laughing, joking, rushing, acting distant, acting as if
they didn’t like having parents around, and disturbing child when resting); and “parental role
deprivation,” which included aspects of parental role that parents felt they were not able to
perform (e.g. direct care, holding child, minimizing fears, protecting from pain; being afraid to
touch their child) (Miles & Carter, 1982).
The PSS: PICU was initially refined to 62 items and seven dimensions based on an initial
factor analysis, where child behavior and child emotion were combined as one dimension
(“child’s behavior and emotions”) (Carter & Miles, 1989). Upon further revision, the dimension
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for “staff behavior” was renamed “anomie” and included several items from the “staff
communication” dimension (Carter & Miles, 1989). The final instrument has 37 items in seven
dimensions and utilizes a 5-point Likert-type scale to assess parental perceptions of stress level
for each item. The instrument was validated to measure environmental stressors in the PICU,
which were operationally defined as “stress stimuli arising from the physical and psychosocial
aspects of the ICU” (Carter & Miles, 1989, p. 188). Psychometric testing of the PSS:PICU
revealed good reliability and validity and was validated in PICUs with patients ranging in age
from 5 days to 17 years and on mothers and fathers. Internal consistency was high in phase 2 and
3, with phase 2 Cronbach’s alpha .96 for the total instrument (child behavior and emotions were
combined into 1 item) and subscales ranged from .69 - .95 (only two subscales were under .80).
Phase 3 Cronbach’s was .95 for the total instrument and the seven subscales ranged from .72 to
.99. The specific Cronbach’s for each dimension was as follows: child’s appearance .92, sights
and sounds .83, procedures .86, staff communication .99, child’s behavior and emotions, .97,
anomie (staff behaviors) .72, and parental role alteration .99. Construct validity was supported by
evaluation with Speilberger’s State Anxiety Trait where state anxiety scores correlated
significantly (p < .001) with all the PSS dimensions (Carter & Miles, 1989) and Pearson
correlation coefficients were .29-.46 for all dimensions (Carter & Miles, 1989). PSS: PICU
content validity and face validity was established with PICU parents and PICU nursing experts.
According to the authors, the PSS: PICU can be scored using the seven dimensions as
subscales or a total PSS: PICU stress score can be computed using all 37 items (Carter & Miles,
1989). It is recommended that the mean dimension or total score for each subject be computed
by dividing the sum of the dimension or total scores by the number of items rated “1” or above.
This compensates for the “0 = not experienced” T scores and for any missing data. The items that
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are not experienced by parents, and thus given a zero for not experienced, must have the zero
transformed prior to calculating means to avoid the zero impacting the actual mean score. The
group means are then calculated from the individual mean scores. Thus, the range for dimension
and total scores is one to five, proving equality of expected values for comparison purposes as
per the authors (Carter & Miles, 1989).
The current study further supported the reliability of the PSS:PICU demonstrated by a
Cronbach’s alpha of .75 for overall scale and subscales as follows: child’s appearance .84, sights
and sounds .88, procedures .85, staff behaviors .92, staff communication .86, and child’s
behaviors and emotional responses .98. The subscale for parental role had too few parents
experience many of the items on that subscale; as such, reliability could not be determined.
Permission for use of instruments. Permission was obtained from the original authors
for all instruments: Family-centered care scale, Parent Beliefs Scale, and PSS: PICU.
Demographic instrument/Participant information form. An original self-report
demographic questionnaire was developed to obtain information regarding the child and the
parent characteristics (see Appendix C). Information for the parent included age, relationship to
the child, number of children, primary language, race, marital status, type of insurance coverage,
if staying overnight in the hospital with the child, and employment status. Demographics for the
child included age, gender, reason and length of hospitalization, if hospitalization was planned or
unplanned, presence of chronic illness and any prior medical device, as well as number of prior
hospitalizations.
Ethical Considerations
Permission to conduct this research was obtained from the Institutional Review Boards of
Seton Hall University (see Appendix D) and the hospital recruitment site (see Appendix E) prior
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to data collection. Concerns related to approaching parents in the hospital, particularly in the
PICU, while their child was facing a critical illness were addressed during the IRB approval
process. Potential participants received a study flyer on admission to the PICU written in lay
terms, which solicited their interest. They were only approached if they expressed interest in
participating and then they were given a recruitment speech or the letter of solicitation based on
their preference. They were informed of the nature of the study, their right to refuse to participate
or not return the survey, that participating or lack thereof would not affect the care of their child
in the PICU and that there were no anticipated risks posed by participating in this study.
An informed consent for paper surveys was included in each survey packet, which
included the following information: researcher’s affiliation, purpose and duration, procedures,
instruments, voluntary nature, anonymity, confidentiality, record keeping, potential risks and
benefits, compensation, voluntary consent, right to withdraw and withhold information, and
contact information (Polit & Beck, 2020) (see Appendix F). Completion and return of the survey
packet inferred applied consent as signature on the informed consent was waived to avoid having
any record linking the subject with the research study.
To maintain confidentiality, the returned questionnaires did not contain any identifiable
patient information other than the child’s diagnosis as per parent response, and presence of
chronic illness. Returned questionnaires were coded with a numerical value in the right upper
corner and respondents’ anonymity was maintained. The data are saved and stored in a file on an
external hard drive and maintained in a locked file cabinet in the researcher’s office, which will
be maintained for at least three years. All paper surveys are in a locked cabinet in the
researcher’s office and will be destroyed after three years.
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Data Collection Procedures
To increase awareness of this study and encourage participation, the investigator
developed a research flyer (Appendix G) with all pertinent information, such as researcher’s
affiliation, purpose of study, duration of participant involvement, brief description of survey
instruments, and information regarding anonymity, confidentiality, and voluntary nature of
participation. The researcher met with the medical and nursing leadership of the PICU to share
this flyer as well as to explain the study and approach to parental involvement. The PICU
leadership agreed to include the survey information flyer in the welcome packet for all
admissions.
During the data collection phase, the researcher contacted the primary nurse practitioner
almost daily for an update, as well as went to the unit to follow up with the staff regarding
potential participants. On arrival to the unit, the researcher met with the staff to determine if any
parents’ had expressed an interest in participating in the study and/or if any parents had questions
about the study. For any parent that expressed interest, the researcher confirmed the room
number, that the parent met inclusion and exclusion criteria, as well as if there were any barriers
to approaching the parent at that time. The researcher then knocked on the door, and if granted
permission to enter, met with the parent to explain the purpose of her visit inclusive of the desire
to have the parent participate in a study using the recruitment script (see Appendix H). The
potential respondents were informed of the study’s purpose, content, duration, and potential risks
and benefits. Respondents were also informed that they did not have to answer all questions if
they did not want and they could withdraw from the study at any time before submitting their
survey. Surveys were given to both parents if they both expressed interest in completing,
however their responses were not linked to denote that they were parents of the same child. Once
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the survey was submitted, withdrawal was not possible as the surveys were anonymous and
could not be tracked back to a participant. They were also offered a $5 Starbucks gift card upon
return of completed survey packet.
If the parent expressed interest in participating in the study the parent was given a survey
packet, which included the letter of solicitation, demographic survey, FCCS, PBS, PSS:PICU
and a pen. The survey packet was placed in an unsealed large white envelope with a unique
participation identification number written on the outside front upper right-hand corner of the
envelope as well as in the upper right corner of each page of every study instrument to ensure
they all belonged to the same study participant. Participants were informed not to include any
personal information on any of the documents (e.g. their name or child’s name). The investigator
offered to wait for the parent to complete the study at that time or inform him/her that she will
return the following weekday to collect the surveys. Alternatively, the parents were informed
they could place it in the locked box clearly marked “FCC in PICU Study” at the nurses’ station
and the investigator would collect it at a later date. Most parents chose this option.
The parent was instructed to keep the solicitation letter for future use as it has the contact
information of the researcher, the SHU IRB, and the dissertation chairperson. They were
instructed to contact any of those persons listed on the solicitation letter if any questions or
concerns should arise at any time. The parents were advised that completing this survey packet
would in no way impact the care of their child and that their individual responses would not be
shared with the staff.
Survey administration mode and length
The survey was administered via pen and paper to parents who had a child in the PICU or
were recently transferred from the PICU. This method was used since the target population and
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the timeframe both required that the child was actively hospitalized to avoid challenges with
recall of historical information. There was a total of four surveys, including the demographic
questionnaire. There was a total of 71 questions regarding the constructs being measured via
three instruments and a total of 18 demographic questions. Completing all surveys was estimated
to take less than 20 minutes. The parents were offered the option of placing the completed
surveys in a locked box on the unit or having the principal investigator manually collect the
completed surveys. Most parents received a $5 gift card as a token of appreciation upon return of
the survey packet, although a few declined the offer.
All survey data were reviewed by the researcher for completeness. After this review, all
data were entered into a REDCap database. Following data entry, the accuracy of data was
verified by the researcher to compare the original data against the computerized data file for each
respondent.
Data Analysis Procedures
All quantitative data from the demographic survey, and the FCCS, PBS, and PSS: PICU
instruments was reviewed and entered into REDCap (Harris et al., 2009). The study data were
then exported from REDCap to IBM Statistical Package for Social Sciences® (IBM SPSS®,
2019) version 26 to analyze relationships of family-centered care and parental beliefs, familycentered care and parental stress, parental beliefs, and parental stress. Reliability statistics were
conducted for each instrument and each was deemed reliable.
Descriptive statistics were computed for all parent and child characteristics obtained via
the questionnaire, (e.g. parents’ and child’s age, income, employment status, relationship to
child, planned vs. unplanned PICU admission), as well as each main study variable in the form
of frequencies, means, standard deviations, and percentages. These data were used to describe
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the sample, determine the distribution of the variables, and assess for any outliers. Inferential
analyses were also employed to better understand the demographic variables representative of
this sample as well as to answer the research question set forth in this study.
Prior to examination of relationships for the study variables, tests to determine if the data
met the assumptions of multiple regression were done, inclusive of presence of a linear
relationship, absence of outliers, homoscedasticity, normal distribution, and absence of
multicollinearity (Polit & Beck, 2020).
Tests for correlation to examine the bivariate relationships were performed to measure
both magnitude and direction of the relationship between variables (-1, perfect negative to 1
perfect positive). Pearson’s correlation was used to assess relationships between main study
variables. To detect differences in groups with two or more categories, one-way ANOVA,
independent samples t-test, and two-way ANOVA were performed as appropriate.
To assess if multiple correlations existed among the variables being studied, a multiple
linear regression analysis was conducted to predict the relationships between parental stress
based on parental perceptions of Family-centered care (FCC) and parental beliefs in the PICU.
This model was selected to generate if the predictors of FCC and/or parental beliefs predicted the
criterion variable of parental stress, as well as the amount of variance explained by each variable
if appropriate.
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CHAPTER IV
FINDINGS
Introduction
The purpose of this study was to examine the relationships between and among parents’
perceptions of family-centered care (FCC), parental beliefs and parental stress while their child
was receiving pediatric critical care. This chapter presents a summary of the study’s findings and
addresses the research question posed. The chapter begins with a description of the sample and
study variables, followed by analysis of reliability of the three instruments deployed in this
study: Family-Centered Care Scale (FCCS), Parental Beliefs Scale for Hospitalized Children
(PBS), and Parental Stressor Scale: Pediatric ICU (PSS:PICU). Exploration of variable
relationships will follow, inclusive of bivariate and multivariate relationships within study
variables as measured by correlation, independent t-tests, one and two-way analysis of variance
(ANOVA). Finally, the study question will be addressed through a multiple regression model to
assess if there was a predictive relationship between family-centered care, parental beliefs, and
parental stress.
Description of the Sample
The sample for this study included 43 parents of children admitted to a 20 bed PICU in
an urban hospital in the Northeast. All parents admitted to the PICU received a flyer describing
the research study and those who expressed interest were screened for eligibility and then invited
to participate in the study. Fifty-two parents expressed an interest in participating in the study
and were given the survey packet. Forty-four parents (85%) returned survey packets, only one
was incomplete (2%), yielding a sample size of 43. The incomplete packet was not included

63

since only one instrument was complete, the other two and the demographic information form
were void of answers.
The study packet included three established survey instruments utilized in this study and
one demographic information form. These instruments were: Family-Centered Care Scale
(FCCS), Parental Beliefs Scale for Hospitalized Children (PBS), and the Parental Stressor Scale:
Pediatric ICU (PSS: PICU). All surveys were distributed via paper survey in a PICU by the
principal investigator.
Demographic and descriptive characteristics. Of the 43 parents who completed the
survey packet, 31 were mothers (72.1%) and 12 were fathers (27.9%); there were no other
relationships identified. The parents ages ranged from 24 to 56 years (M = 38.1, SD = 7.2). The
majority of the respondents described their race as Caucasian or white (n = 19; 44.2%), with
27.9% (n = 12) described as African American or black, 18.6% selected Asian (n = 8) and 9.3%
(n = 4) selected other (Cuban and Hispanic). English was the primary language for 72.1% (n =
31) and all parents were expected to be able to read and write in English as this was an inclusion
criteria. The majority of the parents were married or living together (79.1%, n = 34), 14% were
single (n = 6) and 7% were divorced or separated (n = 3). The most common insurance was
commercial private health insurance (62.8%, n = 27), followed by 25.6% public health insurance
(n = 11). Only one parent selected self-pay and four (n = 9.3%) preferred not to say. The
majority of the sample was employed either full time (55.8%, n = 24) or part time (16.3%, n =
7). Only 27.9% (n =12) were not employed. Table 1 provides detail of parent characteristics.

64

Table 1
Demographics of Sample – Parent characteristics (N= 43)

Characteristics
Parent age
- > 21 y.o. – 30 y.o.
- > 30 y.o. – 40 y.o.
- > 40 y.o – 50 y.o.
- > 50 y.o.
Relationship
- Mother
- Father
# of children (total)
- 1
- 2
- 3
- >3
English as primary language
Race:
- African American/Black
- Asian
- Caucasian / White
- Other
Marital status
- Single
- Married/living together
- Divorced or separated
Health insurance
- Commercial/private
- Public
- Self-pay
- Prefer not to answer
Employment
- Part time
- Full time
- Not employed
Staying overnight with child

N

%

5
24
10
4

11.6
55.8
23.2
9.3

31
12

72.1
27.9

9
23
9
2
31

20.9
53.5
20.9
4.7
72.1

12
8
19
4

27.9
18.6
44.2
9.3

6
34
3

14.0
79.1
7.0

27
11
1
4

62.8
25.6
2.3
9.3

7
24
12
42

16.3
55.8
27.9
97.7

The age of the hospitalized child ranged from 11 days to 20 years old; eight children were
less than 1 year old (M = 5.14 months, SD = 5.21) and the mean for those 1 year or older was
8.7 years, SD = 5.99. The majority of the children (55.8%) were identified as boys (n = 24),
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41.9% as girls (n = 18) and one as other (2.3%). The main reason for admission to the PICU as
identified by the parent was respiratory illness (48.8%, n = 21), for example asthma, pneumonia,
empyema; the other diagnoses included recovering after surgery (20.9%, n = 9), 9.3% trauma
(n= 4) (for example car accident, fall, bike accident), and the remainder were neurological,
infection/sepsis, cancer and diabetic ketoacidosis. The majority (53.5%) of the families had two
children (including the patient), 20.9% of respondents (n = 9) said the patient was an only child,
and 25.6% had three or more children (n = 11). Sixteen of the children (37.2%) were identified
as having a preexisting chronic illness, 62.8% (n = 27) did not have chronic illness. Types of
chronic illness included prematurity, traumatic brain injury, chronic lung disease, ventilator
dependence, seizures, chronic kidney disease, and neurological disorders. For the subset of
children (n = 16) that had a preexisting chronic illness, the following medical devices were listed
as necessary and in use at home prior to admission: feeding tubes (n = 10; 62.5%), oxygen
therapy (n = 8; 50%), tracheostomy (31%, n = 5), noninvasive or invasive ventilation (43.8% (n
=7), peritoneal dialysis catheter (n = 1) and insulin pump (n = 1).
The majority of children had never been admitted to a PICU before this admission
(55.8%, n = 24), 16.3% (n=7) were admitted once before, 7% (n = 3) twice before, 7% of
children (n = 3) had been admitted three times before, and 14% (n = 6) had been admitted at
least four times before this current admission. Of the 19 children who were previously admitted
to a PICU, 14 of them had pre-existing chronic illness. Almost all (97.7%) admissions were
unplanned and only one (2.3%) was planned for recovery from scoliosis surgery. At the time of
survey completion, 53.5% (n = 23) had been in PICU more than three days but less than seven;
25.6% (n = 11) had been than more than 1 week but less than 2 weeks; 11.6% (n = 5) had been
there more than 2 weeks but less than 4 weeks; and 9.3% (n = 4) had been there less than 3 days.
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The majority of parents 97.7% (n = 42) were staying overnight and the one parent who answered
no to this question may have been a spouse since only one parent is allowed to stay overnight at
any given time. Table 2 provides detail of child characteristics.
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Table 2
Demographics of Sample – Child characteristics (N= 43)

Characteristics
Child age
- </= 12 months
- > 1 year – 3 years
- > 3 years – 10 years
- > 10 years – 16 years
- > 16 years
Gender
- Boy
- Girl
- Other
Main reason for PICU admission
- Recovering after surgery
- Respiratory
- Trauma
- Neurological
- Other
Length of stay at time of survey completion
- < 3 days
- At least 3 days but < 7 days
- At least 1 week but < 2 weeks
- At least 2 weeks but < 4 weeks
Planned admission to PICU
Chronic illness prior to admission
- If yes, specify:
o Chronic lung disease
o Neurological disorder
o Endocrine disorder
o Other
- Medical devices if chronic illness (may choose > 1)
o Feeding tube
o Tracheostomy
o Ventilator or CPAP
o Oxygen therapy
o Other
# of previous PICU admissions
- None
- One
- Two
- Three
- 4 or more
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N

%

8
10
7
13
5

18.6
23.2
16.3
30.2
11.6

24
18
1

55.8
41.9
2.3

9
21
4
2
7

20.9
48.8
9.3
4.7
16.3

4
23
11
5
42
16

9.3
53.5
25.6
11.6
97.7
37.2

6
5
2
3

37.5
31.3
12.5
18.8

10
5
7
8
2

62.5
31.3
43.8
50.0
12.5

24
7
3
3
6

55.8
16.3
7.0
7.0
14.0

Description of Study Variables
The independent and dependent variables were measured using three established survey
instruments. Family-centered Care was measured using the Family-Centered Care Scale (FCCS),
and only the scores for “consistency” were reviewed, with higher scores indicating that parents
perceived that the nursing care in the PICU embodied the core principles of FCC and were
fulfilled more consistently. Parental beliefs were measured using the Parental Beliefs Scale for
Hospitalized Children (PBS), which measures two constructs of parental beliefs; parental beliefs
about a hospitalized child’s emotional and behavioral responses to hospitalization, and the
parents’ role in facilitating the child’s adjustment to hospitalization. Higher scores on the PBS
indicates more positive parental beliefs regarding their role as a parent and their child’s
behaviors in the PICU. Parental stress was measured via the Parent Stressor Scale: Pediatric ICU
(PSS: PICU), which has seven subscales measuring latent constructs of environmental stress
with higher scores indicating greater stress.
Parental stress was measured on a total Likert scale of 1 to 5 (M = 2.63, SD = .75),
parental perception of FCC in the PICU was measured via the “consistency” portion of the FCC
scale with scores ranging from 7 to 35 (M = 32.95, SD = 2.87), and parental beliefs was
measured via PBS with a total score range of 20 to 100 (M = 79.51, SD 11.5). All instruments
demonstrated acceptable internal consistency in the study sample as determined by Cronbach’s
alpha of > .70 (Polit & Beck, 2020). Survey results, including mean score, standard deviation,
actual and potential range of scores, and alpha coefficients for each instrument and subscales are
presented in Table 3.
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Table 3
The Family-Centered Care Scale (FCCS), Parental Beliefs Scale (PBS) and Parental Stressor
Scale: Pediatric ICU (PSS:PICU) Survey Results

Potential
Range
7 - 35

Actual
Range
25 - 35

Mean
32.95

SD
2.87

Alpha
.82

43

20 – 100
12 – 60
8 – 40

50 – 100
29 – 60
18 - 40

79.51
49.19
30.32

11.5
6.89
5.24

.91
.87
.79

43
34
43
43
36
43
30
42

1-5
1-5
1-5
1-5
1-5
1-5
1-5
1-5

1.47 – 4.47
1–5
1–5
1 – 4.50
1–5
1–5
1–5
1-5

2.63
2.79
2.56
2.60
1.83
2.67
2.2
3.04

0.75
1.20
1.05
0.83
1.02
0.99
1.08
0.99

.75
.84
.88
.85
.92
----a
.86
.98

Instrument
FCCS (consistency only)

N
43

PBS
- Parental Role subscale
- Child’s behaviors subscale
PSS:PICU
- Child’s appearance subscale
- Sights & sounds subscale
- Procedures subscale
- Staff behaviors subscale
- Parental roles subscale
- Staff communication subscale
- Child behaviors/emotions
subscale

Note: This table denotes mean, actual range of scores, respondents, mean, standard deviation and
Cronbach’s alpha for each scale overall and subscales if indicated.
a

there were not enough respondents for all questions in the parental role subscale to calculate
Cronbach’s alpha
Parental Stress. The PSS:PICU sought to determine how stressful certain stimuli and
experiences were to parents while their child was in a PICU. However, it also allowed a parent to
choose “not experienced” if a particular item was not experienced by them at the time they
completed the survey. There were a few items that were experienced by all parents (e.g. insertion
of needles, sounds of monitors and equipment, and sudden sounds of monitors alarming) and
some items were experienced by very few (e.g. “not being able to see my child when I wanted,”
“not being able to be with my crying child,” and “not being able to visit my child when I
wanted”).
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Based on the means of each item in the subscale for child’s appearance, “color changes in
my child (pale, blue or yellow)” was found to be most stressful by 24 parents (M = 3.37, SD =
1.31). For the “sights and sounds” subscale, the “sudden sounds of monitor alarms” was most
stressful and experienced by 100% of parents (M = 3.16, SD = 1.30). Ninety-seven percent of
parents experienced at least one alteration in the subscale of “child’s behaviors or emotions,” and
the most stressful item was the inability of the child to talk or cry (n = 19, M = 4.05, SD = 1.13),
followed by acting of looking as if in pain (n = 35, M = 3.74, SD = 1.07). The least stressful
item in this subscale, which was experienced by the fewest parents, was demanding behaviors (n
= 13, M = 1.69, SD =1.18).
Based on the means of each item in the subscale for “procedures,” “putting tubes in my
child” was found to be the most stressful (n = 39, M = 3.10, SD = 1.26), followed by “putting
needles in my child for fluids, procedures, or test” (n = 43, M = 2.95, SD = 1.28) and “bruises,
cuts, incisions on my child” (n = 28, M = 2.79, SD = 1.20). “Making my child cough and deep
breath, pounding or clapping on my child’s chest” was least stressful (n = 34, M =1.76, SD =
.99).
The most stressful item in the “parental roles” subscale was “not being able to see my
child when I wanted” (M = 3.5, SD = .71), however this was only experienced by two parents;
followed by “not being able to be with my crying child” (M = 3.4, SD = .55) but this was
experienced by only five parents; for 12 parents, “not being able to hold my child” was next ( M
= 3.25, SD = 1.14); followed by the total ICU experience (M = 2.7, SD = .94). The lowest
scored item was “not being able to visit my child when I wanted” but this was only experienced
by four parents (M = 2.00, SD = 1.41).
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The items in the “staff behavior” subscale were found to not be stressful or minimally
stressful if they were experienced. The most stressful item in this subscale was “not talking to me
enough” (M = 2.25, SD = 1.45), which was experienced by 20 parents. Only 12 parents felt that
the staff did not tell them their names or who they were and this was minimally stressful (M =
2.08, SD = 1.56). The majority of the parents did not experience most of the items in the “staff
communication” subscale, however 13 parents again rated “not talking to me enough” as
minimally to moderately stressful (SD = 2.77, SD = 1.42), as this item was repeated in this
subscale. “Telling me different (conflicting) things about my child’s condition” and “not telling
me what is definitely wrong with my child” were also found to be approaching moderate
stressfulness with means of 2.58 (SD = 1.26) and 2.53 (1.19) respectively. The items from
PSS:PICU that were found to be most stressful by parents can be found in Table 4.
Table 4
Parental Stressor Scale: Pediatric ICU (PSS:PICU) Descriptive Results
PSS:PICU subscale and item
Child’s appearance
- Color change in my child (pale, blue or yellow)
Sights & sounds
- The sudden sounds of monitor alarms
Procedures
- Tubes in my child
Staff behaviors subscale (no items had Mean >/= 3)
Parental role
- Not be able to hold my child
- Not being able to be with my crying child
- Not being able to hold my child
Staff communication subscale (no items had Mean >/= 3)
Child behaviors and emotional responses
- Inability to talk or cry
- Acting or looking as if in pain
- Sadness or depression
- Fright

N

Mean

SD

24

3.37

1.31

43

3.16

1.29

39

3.10

1.25

2
5
12

3.50
3.40
3.25

0.71
0.55
1.14

19
35
23
32

4.05
3.74
3.43
3.31

1.23
1.07
1.08
1.23

Note: This table denotes most stressful items on each subscale of PSS:PICU with a mean > 3
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Family-centered care. The Family-centered Care Scale (FCCS) sought to elicit parents’
perception of nursing care that embodied the principles of FCC. On this scale, the areas parents
ranked as most consistently met were related to nurses helping the child feel well cared for (M =
4.91, SD = .294), that the nurses gave explanations about the care they provided (M = 4.77, SD
= .527), nurses helped them feel welcome (M = 4.72, SD = .630) and nurses helped them feel
important in their child’s care (M= 4.71, SD = .591). Table 5 demonstrates these results in
comparison to the study by Arabiat and colleagues (2018).
Table 5
Family-centered Care Scale (FCCS) (N=43)
Current study
N = 43
FCC statement
Nurses help my child feel
well-cared for
Nurses give explanations
about the nursing care they
provide
Nurses help me feel important
in my child’s care
Nurses help me feel
welcomed
Nurses treat me as a valued
member when planning my
child’s nursing care
Nurses help me feel wellcared for
Nurses explain about changes
I could expect in my child’s
condition

Arabiat & Colleagues (2018)
N = 48
Ranked as
Ranked as
important/very Mean
SD
important/very
important
important

Mean

SD

4.91

0.29

100%

4.51

0.59

93.7%

4.77

0.53

100%

4.54

0.59

95.8%

4.72

0.59

100%

4.28

0.98

89.3%

4.72

0.63

100%

4.57

0.62

91.7%

4.65

0.72

95.3%

4.24

0.99

91.6%

4.60

0.58

74.4%

4.14

1.00

83.3%

4.58

0.70

97.7%

4.50

0.67

93.8%

Note: This table ranks items from FCCS in order of parent fulfillment in this study, highest to
lowest
Although “importance” of items on FCCS were not used to calculate scores, there were
four items that 100% of parents found to be important or very important. These included nurses
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helped them feel welcome, nurse helped them feel important in their child’s care, nurses gave
explanations about the nursing care they were providing, and that nurses helped their child feel
well-cared for. The item of least importance to parents was that nurses helped the parents feel
well-cared for, with only 74% of parents feeling this was important or very important.
Parental beliefs. Parental beliefs regarding their role as a parent and their beliefs
regarding knowing their child’s behavioral and emotional response to hospitalization was
measured via the Parental Beliefs for Hospitalized Children (PBS) scale. The mean score for the
total scale was 79.5 and the mean scores for the subscales for parental role and child’s
behavior/emotions were 49.2 and 30.3 respectively. Of the items that scored the highest, (M >/=
4) the majority of the items were related to strong beliefs regarding their parental role compared
to their beliefs regarding their child’s likely behavior changes as outlined in Table 6.
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Table 6
Parental Beliefs Scale (PBS) for Hospitalized Children items with highest means (n = 43)

PBS
+ I feel confident in asking the doctors and nurses questions about
my child’s illness or injury
+ I am sure that what I do for my child will be what is best to help
him/her deal with being in the hospital
^ I do NOT understand why my child is behaving the way he/she
is in the hospital (reverse scored)
+ I am clear about the things that I can do to best help my child
deal with being in the hospital
+ I know how my emotions will affect my child while he/she is in
the hospital
+ No matter how my child behaves while he/she is in the hospital,
I am sure I will be able to handle it
+ I feel confident in telling the nurses and doctors about what will
best help my child while he/she is in the hospital
^ I am NOT sure how my child will act towards me while he/she is
in the hospital (reverse scored)
+ I am NOT sure about what I can do to make my child feel most
secure while he/she is in the hospital (reverse scored)
^ I know what changes in behavior to expect in my child while
he/she is in the hospital
+ I am sure I can meet all of my child’s emotional needs while
he/she is in the hospital
+ I do NOT know what I can do to best help my child deal with
frightening things in the hospital (reverse scored)

Mean

SD

4.84

0.43

4.47

0.86

4.28

0.77

4.28

0.74

4.21

0.87

4.21

0.92

4.19

1.03

4.16

0.87

4.07

0.86

4.05

1.02

4.00

1.00

4.00

0.87

Note: This table denotes all items from PBS with the means > 4 in descending order
+ indicates item from “parental role beliefs” subscale
^ indicates item from “beliefs about child behaviors” subscales
The PBS subscale, beliefs about child’s behaviors, is comprised of eight items that
operationalize parental beliefs about the likely behavior changes in their hospitalized child. The
other subscale, parental role beliefs, is comprised of 12 items that operationalize parental beliefs
about their role as a parent when their child is hospitalized. Parents felt most confident in asking
doctors or nurses questions regarding their child’s illness or injury (M = 4.84, SD 0.43). The
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lowest scoring item was related to parents not knowing what their child would think about the
“things that are done to him/her in the hospital,” which was a negatively scored item (M = 2.95,
SD = 1.10).
Statistical Analyses
A multiple regression was conducted to determine the relationship between two
continuous predictor variables (parental perception of FCC in PICU and parental beliefs) and one
continuous criterion variable (parental stress). The hypothesis, examining the relationship
between parent perception of FCC, parental beliefs and parental stress was tested using multiple
regression. Assuming values of α = 0.05 and power = 0.80 with a medium effect size (0.15) and
one tail, the required sample size was 43. The actual power for this test was 0.803.
The eight assumptions of multiple regression were reviewed and met, inclusive of
independence of observations as demonstrated by Durbin Watson of 2.058, which was close to
two indicating there was no correlation between residuals. There were no significant outliers as
demonstrated by analysis of standard residuals, which showed that the data contained no outliers
(Std. Residual Min = -1.443, Std. Residual Max = 2.452). Partial regression plots showed a
somewhat linear relationship between PBS score and PSS: PICU total score as well as somewhat
linear relationship for FCC consistency score and PSS: PICU total score. The scatter plot
demonstrated homoscedasticity and there was no multicollinearity demonstrated by the tolerance
value (.858) in this data set. The residual errors are approximately normally distributed as
demonstrated by visual inspection of the histogram, as well as analysis of kurtosis and skewness
and normal P-P plot. The Shapiro-Wilk test further supported that the data set was normally
distributed. The Q-Q plot also demonstrated normality.
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There was no missing data since the one incomplete survey packet was discarded prior to
statistical analysis. There were numerous responses on the PSS: PICU where a parent chose “not
experienced.” In order to appropriately interpret this data and calculate means, the zeroes were
transformed to exclude them from the mean calculations as instructed by the authors of PSS:
PICU (Carter & Miles, 1989).
Bivariate Correlations with Main Study Variables. There was a statistically
significant, moderate positive correlation between parents with strong parental beliefs and the
experience of family-centered care, r(41) = .38, p = .006. There was a weak negative correlation
between parental beliefs and parental stress but it was not statistically significant, r(41) = -.11, p
= .241. There was also a weak negative correlation between FCC and parental stress but it was
not statistically significant r(41) = -.161, p =.151.
Bivariate Correlations with Demographic Factors. Bivariate relationships were
explored between family-centered care, parental stress, parental beliefs and select demographic
variables. Depending on the type of variables, an appropriate statistical analysis was employed,
such as independent samples t-test, one-way analysis of variance (ANOVA), or linear regression.
There were no statistically significant differences between the following groups and
parental stress: parental title (mother/father), child’s gender, or presence of pre-existing chronic
illness based on independent samples t-test. The parental role subscale on the PSS:PICU (Miles
& Carter, 1982) and chronic illness was also explored via independent samples T test and no
statistical significance was found t(41) = -.885, p = .381. One-way ANOVA analysis did not
detect any significant differences in parental stress and race, type of insurance, employment
status, or number of times previously admitted to the PICU. However, the experience of parental
stress in the PICU varied based on marital status, with divorced or separated parents reporting
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the least stress (n = 3, M = 1.78, SD = .517), followed by married / living together parents (n =
34, M = 2.59, SD = .732), and the most by single parents (n = 6, M = 3.30, SD = .322). There
was homogeneity of variances, as assessed by Levene’s test for equality of variances (p = .161).
Parental stress was statistically significantly different based on marital status, F(2,40) = 5.25, p =
.009, partial n2 = .118. Based on Tukey’s post hoc test, there was a decrease of 1.5 (95% CI, .34
to 2.7) in stress from parents that were divorced compared to single, which was statistically
significant, p = .009, no other group differences were statistically significant.
Parental stress was also found to be significantly different for parents based on their
child’s length of stay in the PICU at the time of the study. Using a one-way ANOVA, parental
stress was statistically significant the longer the child had been admitted to the PICU F(3,39) =
3.985, p = .014, ƞ2 = .235. Based on Tukey’s post hoc test, parents of children in PICU for at
least 1 week but not yet 2 weeks (M = 3.04, SD = .55), experienced more stress than parents of
children in the PICU less than 3 days (M = 1.93, SD = .32), a mean increase of 1.1. 95% CI
(0.04, 2.18), which was statistically significant (p = .040).
There were no statistically significant findings for any of the demographic variables and
family-centered care, including having a child with chronic illness, number of times their child
was previously admitted to PICU, length of stay in PICU, or marital status, this may be due to
the majority of respondents scoring relatively high regarding consistency of family-centered care
experiences (M = 32.95, SD = 2.87). Statistical significance was not demonstrated for familycentered care experiences for parents of children with chronic illness (M = 33.44, SD = 0.65)
and those without (M = 32.67, SD = 3.02) as this failed the assumption of normality on ShapiroWilk and boxplot had outliers. Of note, there was less variability in FCC experiences as noted by
narrower standard deviation for the parents of children with chronic illness.
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When comparing demographic variables with parental beliefs score, there was a
significant difference for parents of children with chronic illness. An independent samples t-test
was run to determine if there were differences in parental beliefs between the parents of
previously healthy children (n = 27) and those with a child with chronic illness (n = 16). There
were no outliers in the data, as assessed by inspection of a boxplot. Parental beliefs scores for
each set of parents were normally distributed, as assessed by Shapiro-Wilk’s test (p > .05), and
there was homogeneity of variances, as assessed by Levene’s test for equality of variances (p =
.699). Parents of children with chronic illness had stronger parental beliefs (M = 86.2, SD = 9.4)
than other parents (M = 75.6, SD = 10.99), a statistically significant difference of 10.63 (95% CI,
-1.024 to – 1.005), t(41) = -3.246, p = .002.
Furthermore, when analyzing the subscales of the parental beliefs instrument, there was
statistical significance on each subscale: the parental role subscale (M = 53.19, SD = 4.99) for
parents of children with chronic illness was higher than other parents (M = 46.81, SD = 6.81),
6.3 (CI -1.68 to - .365), t(41) = -3.255, p =.002. For the child’s emotional and behavior responses
subscale, parents of children with chronic illness also had a statistically significant difference in
mean parental belief scores on this subscale, with those with chronic illness scoring higher, 4.9
(95% CI, -0.875 to -1.517), t(41) = -2.774, p = .008.
A one-way ANOVA found a statistically significant difference for parental beliefs based
on the number of times their child had previously been admitted to a PICU F(4,38) = 3.232, p =
.022, partial ƞ2 = .118. Based on Tukey’s post hoc test, there was increased parental beliefs score
from parents whose child had never been admitted to a PICU before this admission (M = 75.9,
SD = 10.2) to the parents of a children who had three previous admissions to a PICU (M = 94.7,
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SD = 5.5), a mean increase of 18.75, 95% CI (0.44, 37.06), which was statistically significant (p
= .042).
Multiple regression. A multiple regression was run to predict parental stress from
parents’ perception of family-centered care and strength of parental beliefs. The multiple
regression model was not statistically significant to predict parental stress in the PICU, F(2,40) =
.594, p = .557, adjusted R2 = .029. However, given the statistically significant findings of
parental beliefs and presence of chronic illness, and previous PICU admissions, a two-way
ANOVA was conducted to examine the effects of chronic illness and number of times the child
was admitted to the PICU on parental beliefs. Residual analysis was performed to test for the
assumptions of the two-way ANOVA. Outliers were assessed by inspection of a boxplot,
normality was assessed using Shapiro-Wilk’s normality test for each cell of the design and
homogeneity of variances was assessed by Levene’s test. No outliers via visual inspection of
boxplots. Shapiro-Wilk’s test for normality was used given the small sample size (N < 50) and
data were normally distributed (p > .05). There was homogeneity of variances, as assessed by
Levene’s test for equality of variances, p = .413. There was no statistically significant interaction
between previous chronic illness and number of times the child was previously admitted to the
PICU for parental beliefs score F(2,35) = .449, p = .642, partial ƞ2 = .025. Therefore, an
analysis of the main effect for chronic illness was performed, which indicated there was no
significant main effect of chronic illness on parental beliefs score, F(1,35) = 1.703, p = .200,
partial ƞ2 = .046. There was no significant main effect of number of previous PICU admissions
on parental beliefs score, F(4,35) = .971, p = .971, partial ƞ2 = .100. All pairwise comparisons
were run where reported 95% confidence intervals and p-values are Bonferroni-adjusted. The
unweighted marginal means of parental beliefs scores for previous chronic illness, and the
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number of times previously admitted to the PICU demonstrated that the parental belief score was
highest for children who were previously admitted to PICU three times and had a chronic illness,
94.67 (SE 6.09). Having a child with a chronic illness was associated with a mean parental
beliefs score 10.08, 95% CI [0.106, 20.05] higher than a parent of a child without a previous
chronic illness, a statistically significant difference, p = .048.
Summary
In summary, the psychometric properties of all instruments employed in this study met
acceptable levels of internal consistency with Cronbach’s alpha greater than .70. The results of
this study did not find a statistically significant relationship between and among the predictor
variables of FCC and parental beliefs and the outcome variable, parental stress. However,
bivariate relationships of statistical significance were found for parental beliefs and having a
child with a preexisting chronic illness and previous PICU admission, marital status and parental
stress, current length of stay in PICU and parental stress, and experience of FCC and strong
parental beliefs were positively correlated.
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CHAPTER V
DISCUSSION OF FINDINGS
The purpose of this chapter is to discuss the statistical findings presented in Chapter 4
and to analyze results in the context of the theoretical framework and existing research. This
chapter will conclude with the study’s strengths and limitations.
Introduction
The purpose of this descriptive correlation study was to explore the relationships between
and among family-centered care, parental beliefs, and parental stress. The study was conducted
in a 20-bed Pediatric Intensive Care Unit (PICU) in the Northeast. Forty-three parents
participated in this study, which involved completion of three established survey instruments: the
Family-Centered Care Scale (FCCS), the Parental Beliefs for Hospitalized Children (PBS), and
the Parental Stressor Scale: Pediatric ICU (PSS:PICU), as well as an original participant
information form developed by this researcher. All data were entered into REDCap (2009) and
then exported into IBM SPSS® Statistics (Version 26) for analysis.
Data were statistically analyzed for descriptive and inferential statistics, inclusive of
reliabilities of each instrument, bivariate and multivariate analyses, including multiple linear
regression.
Family-Centered Care (FCC)
Family-centered care was measured via the Family-Centered Care Scale (FCCS) (Curley
et al. 2013) and demonstrated very high levels of nursing-driven family-centered care based on
parents’ perceptions. The mean scale score for the current study was 32.95 (SD = 2.87), with a
possible range 7 to 35, and an actual range of 25 to 35 on the FCCS. The median score for the
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initial norming study of the FCCS for “consistency” only was 34 with a range of 31 to 35 and
Cronbach’s alpha of .92 for the total scale (Curley et al., 2013).
In this study, the top three areas from the FCCS that ranked as most consistently fulfilled
by nursing staff were consistent with previous research (Arabiat et al., 2018; Curley et al., 2013)
and are as follows: nurses helped their child feel well-cared for, nurses gave explanations about
the nursing care they provided, and nurses helped parents feel welcome. The current study also
found that nurses helping the parent feel important in their child’s care was important and
consistently met for these parents. These elements highlight the importance of communication
and parent participation and inclusion in care. Lower levels of fulfillment were also consistent
with previous research, with parents less consistently feeling that nurses helped them feel wellcared for, nurses treating parents as a valued member when planning nursing care and explaining
changes in their child’s condition as shown in Table 5 (Arabiat et al., 2018).
Although “importance” of items on FCCS was not used to calculate scores, there were
four items that 100% of parents found to be important or very important. These were the same
items in which parents had the highest fulfillment: nurses helped them feel welcome, nurse
helped them feel important in their child’s care, nurses gave explanations about the nursing care
they were providing, and that nurses helped their child feel well-cared for. This supports the
original research that deemed that the consistency score could be used alone due to the alignment
of “importance” to “consistency” scores and that all items have been rated to be most important
to parents in previous research (Curley et al., 2013).
The item of least importance to parents was that nurses helped the parents feel well-cared
for, with only 74% of parents feeling this was important or very important, which is also
consistent with previous research (Arabiat et al., 2018). This may suggest that parents prefer that
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the focus of care be on their child, and not on themselves, as the care of their critically ill child is
the priority. Other than this one item, all other aspects of FCC were important to parents. Perhaps
this lends itself to the consideration of revision of the widely accepted FCC philosophy, which
includes parents as the unit of care. If parents, themselves, do not feel it is important for them to
feel “well-cared for” perhaps it is worth exploring this key component of family-centered care.
Despite this not being important to parents, parents denoted that this item was still consistently
met in this study.
The setting for this study is one that prides itself on FCC practices and the findings in this
study are consistent with an environment that supports family presence and FCC philosophy.
Practices such as private patient rooms with sleeping and shower accommodations for parents,
parents welcome at all times, daily bedside rounding, involvement of child-life with all families,
and offering palliative care have been found to be essential to support FCC in the PICU (Hill et
al., 2017; Macdonald et al., 2012).
Parental beliefs
This study employed the Parental Beliefs Scale for Hospitalized Children (PBS) to
measure parental beliefs in the PICU (Melnyk, 1994). The mean score for the current study was
79.51 (SD = 11.5), with a range of 50 to 100 on the PBS. The mean score for the initial norming
study of the PBS was 69.9 and Cronbach’s alpha of .86 for the total scale, .76 and .84 for the two
subscales (Melnyk, 1995a). In this study, the PBS demonstrated reliability with a Cronbach’s
alpha of .91 for the total scale, and .79 and .87 for the subscales, which are significantly higher
than the original study, and further supports its use for future studies.
Significant mean differences in parental beliefs were noted for parents of children with
chronic illness (n = 16, M = 86.19, SD = 9.4) than previously healthy children (n = 27, M
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=75.56, SD =10.99); t(41) = -3.246, p = .002. This may be due to the parents’ previous
exposure to medical settings and familiarity with expectations in a hospital setting. This theory is
supported by Melnyk’s research, which consistently demonstrated that mothers who received
parental role information and information regarding behavior changes to expect from their child
had stronger parenting confidence and increased participation in their children’s care (Melnyk,
1994; Melnyk, 1995a; Melnyk et al., 2004). The majority of the children with chronic illness
had also been previously admitted to a PICU (n = 14), which increased their familiarity and may
have increased their confidence in their parental beliefs in this setting.
Children with preexisting chronic illness and a medical device are a subset of children
with special health care needs and referred to as “children with medical complexity” (CMC).
Given that 100% of the children with chronic illness in this study had at least one medical device
in situ, many had multiple devices, the term CMC will be used henceforth in reference to them.
Parental stress
The Parental Stressor Score: Pediatric ICU (PSS:PICU) was used to measure parental
stress. This instrument has 37 items categorized in eight dimensions, describing sources of stress
for parents of a child in the PICU (Miles & Carter, 1982). The dimensions included physical
stressors (e.g. sights and sounds in the unit, the child’s appearance, procedures performed on the
child), and psychosocial stressors relating to parent-staff relationships (e.g. staff communication
and staff behavior) as well as parent-child relationships (e.g. alteration in parental role, and
child’s behavior and emotions). The mean score for the current study was 2.63 (SD = 0.75), with
a range of 1.47 – 4.47 on the PSS:PICU, with Cronbach’s alpha of .75 for the total scale and
subscale ranges of .75 to .98. The Cronbach’s alpha from the original norming study was .95 for
the total scale, and a range of .72 to .99 for the subscales (Carter & Miles, 1982).
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The current study demonstrated a predominance of physical stressors (e.g. sights and
sounds in the unit, the child’s appearance, procedures performed on the child), and very little
stress due to psychosocial factors related to parent-staff relationships (e.g. staff communication
and staff behavior). Parent-child relationship was a significant source of stress when alterations
were experienced but fortunately very few experienced stress in this domain. This instrument
allowed parents to choose “not experienced” if there was an item that they or their child did not
experience in the PICU. As per Miles & Carter (1982), all responses of “not experienced” were
transformed in the statistical analysis in order to elicit only the perception of parents’ stress of
events that were actually experienced in the PICU. The parent had the option to choose “not
stressful” if it was experienced but not deemed stressful. All parents experienced at least one
item in the subscales of sights and sounds, procedures, and parental roles; 97% (n = 42) parents
experienced changes in their child’s behaviors and emotions; 83.7% (n = 36) of parents
experienced staff behaviors that were potentially stressful; 79.1% (n = 34) of children had a
change in their appearance; and 69.8% of parents (n = 30) experienced staff communications
that may have been stressful.
Some of the behaviors on this instrument are age specific (e.g. depression, whining) as
well as some of the parental roles may not be appropriate to all ages (e.g. holding their crying
child), which may provide some insight as to lack of experience in this sample given the age
range from infancy to young adult. The descriptive data for parental stress provided insight into
the experiences in the PICU that this sample of parents found most and least stressful as seen in
Table 3. Based on the means of each subscale, parents found their child’s behaviors and
emotions to be the most stressful, followed by the child’s appearance, parental roles, procedures,
sights and sounds, staff communication and staff behaviors.
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These sources of more significant stress are consistent with previous studies, specifically
alteration in child’s appearance and behavior (Board & Ryan-Wegner, 2002, 2003; Ernst et al.,
2021; Jee et al., 2012; Saied, 2006), sights and sounds of the PICU environment (Abela et al.,
2020; Board & Ryan- Wenger, 2002; Colville et al, 2009; Dahav & Sjöström-Strand, 2018; Ernst
et al., 2021; Hagstrom, 2017; Pooni et al., 2013; Saied, 2006), witnessing the infliction of pain or
discomfort to their child (Ernst et al., 2021; Foster et al., 2016; Jee et al., 2012; Miles et al.,
1989) and the emotional and behavioral responses of their child while in the PICU (Melnyk et
al., 2004; Miles et al, 1989), particularly the inability to talk or cry in this study. Most parents did
not experience staff behaviors or communication that were potentially stressful and when they
did, these interaction were minimally stressful, which is also consistent with previous research
(Board & Ryan-Wenger, 2002; Ernst et al., 2021; Seidman et al., 1987).
Although alteration in “parental roles” was found to be fairly stressful for parents, which
is consistent with the literature (Abela et al., 2020; Ames et al., 2011; Board & Ryan-Wenger,
2002; Dahav & Sjöström-Strand, 2018; Foster et al., 2016; Hagstrom, 2017; Melnyk, 2000;
Saied, 2006; Seidman et al., 1997), this is deceiving because very few parents experienced the
items on this subscale. The majority of the parents did experience alterations in their child’s
appearance, child’s behaviors and emotions, procedures, and sights and sounds and found them
to be minimally to moderately stressful. The findings in this study are similar to another recent
study by Ernst and colleagues (2021), which may be reflective of the improvement in a more
welcoming and inclusive FCC approach to parents in the PICU. The study by Ernst and
colleagues was also completed while the child was still in a PICU, which may have captured
more accurate perceptions of parental stress during the actual admission.
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The most stressful single item experience for parents was the inability of their child to
talk or cry (M = 4.05, SD = 1.23), followed by acting or looking as if they were in pain (M =
3.74, SD = 1.07). This is consistent with previous research in that not being able to comfort their
child interferes with their parenting role and has been found to be one of the most stressful
experiences (Seidman et al., 1997). Perhaps there are additional experiences not captured on the
parental role subscale of PSS:PICU that may impact the role of the parent while their child is in
the PICU, for instance inability to console their child during a painful procedure despite being
able to hold her.
One question on the PSS:PICU was answered by 100% of parents as it sought to
ascertain parents’ perception of the overall ICU experience. Based on this one question, more
than half of the parents (n = 22, 51.2%) found the total ICU experience to be moderately or very
stressful, 17 parents (39.5%) found it to be minimally stressful, only 2.3% (n = 1) found it to be
extremely stressful, and three described it as not stressful. This is consistent with the general
opinion that having a child in the PICU is a stressful experience for parents. Perhaps the
PSS:PICU with a focus on the environmental stressors does not account for other sources of
stress that parents may be experiencing while their child is in the PICU.
Marital status was the only parent demographic variable to have a statistically significant
difference related to parental stress. Parental stress varied depending on marital status, with
single parents experiencing the most stress, which may be explained by lack of direct support by
another caregiver for this child, especially as visitation was restricted to “parents only” during
the data collection timeframe for this study due to the COVID pandemic. To this author’s
knowledge, this is an original finding and has not been found in other research. However, this
should be interpreted cautiously as there were only six single parents in this sample.
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Parental stress was also statistically significantly related to the length of time that the
child had been in the PICU at the time of the survey. Parents of children who had been in the
PICU at least one week but no more than 2 weeks experienced statistically significant more
stress than those who had been in PICU less than 3 days (p = .040). Since this was not measuring
actual length of stay (LOS), assumptions should not be made regarding severity of illness, as the
actual LOS is not known. However, other research has found that environmental stress is less
prevalent for parents in the PICU for a longer period of time (Hagstrom, 2017; Shudy et al.,
2006) compared to those with short stays. After being in the PICU for an extended period, other
stressors surface such as being away from their other children, missing work, and concerns
regarding their child’s prognosis (Hagstrom, 2017). There was no statistical significance when
investigating if previous PICU admission effected parental stress, which is consistent with
previous research (Tomlinson & Harbaugh, 2004).
Family-Centered Care, Parental Beliefs, and Parental Stress
The predictor variables, family-centered care (FCC), and parental beliefs, when entered
into a standard regression model for parental stress as the outcome variable to answer the
research question, were not statistically significant and there were no predictive relationships
(F(2,40) = .594, p = .557, adjusted R2 = .029). There was no statistically significant relationship
between parental beliefs and parental stress in this study and a very weak negative correlation
(r(41) = -.11, p = .241). There was also a weak negative correlation between FCC and parental
stress but it was not statistically significant (r(41) = -.161, p =.151).
However, there was a moderate statistically significant positive correlation between FCC
and parental beliefs (r (41) = .38, p = .006) demonstrating that parental beliefs are stronger in an
environment conducive to family-centered nursing practices. The findings in this study regarding
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stronger parental beliefs positively correlating with family-centered care are consistent with the
research demonstrating the importance of parental involvement and confidence in their child’s
care (Melnyk, 1995a).
The FCC theoretical framework provided the foundation for understanding the interrelationship of the study variables. In this study, many of the antecedents of FCC were present
including that the family existed and was present, families desired to be involved, there was
communication with nurses, nurses were competent on FCC principles and willing to implement
FCC, and the environment was conducive to family presence and participation. The
characteristics of the FCC model that were evident in this study were that there was nurse-family
partnerships and collaboration as evidenced by very positive score on FCCS and strong parental
beliefs, as well as that the family was the constant. The outcomes, or “intended consequences,”
of FCC as evident in this study were increased parent confidence and strengthened family
adaptation and function as reflected by overall minimal to moderate parental stress, although it
was not statistically related to the other variables.
The finding that not all parents experienced every item on each subscale of the
PSS:PICU, may indicate a climate of family-centered care, as reflected by the mean scores for all
items on the FCCS consistency scale being greater than 4.58. The high mean scores indicate an
environment highly supportive of FCC related to nursing care and may have limited the ability to
detect differences in FCC experiences.
Historically, alterations in parental role have been a significant source of stress during
PICU admission (Abela et al., 2020; Ames et al., 2011; Board & Ryan-Wenger, 2002; Dahav &
Sjöström-Strand, 2018; Foster et al., 2016; Hagstrom, 2017; Jee et al., 2012, Melnyk, 2000;
Saied, 2006), which was consistent in this study, however this was experienced by very few
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parents. This may be due to the relatively positive experiences of nursing care that was familycentered, and as such the nurses were cognizant of the important role that parents’ have in a
child’s critical care hospitalization.
Ancillary Findings
This study found a statistically significant difference in parents of CMC admitted to the
PICU and the strength of their parental beliefs. This was demonstrated on both subscales of the
PBS, parental role and behaviors of the child. Previous research (Melnyk, 1995a) has
demonstrated that mothers’ knowledge of what behavior changes to expect when a child is
hospitalized child led to increased confidence and participation in their child’s care. This may
help explain the stronger parental beliefs in children with chronic illness, particularly when that
child had three previous PICU admissions.
Chronic illness and parental beliefs were studied via both independent t-test and 2-way
ANOVA and found to be statistically significant, as well significantly related to the number of
previous PICU admissions for the child. Neither of the other main variables, FCC and parental
stress, detected significant differences in regard to parents of CMC, nor did the subscale of
parental role on the PSS:PICU. There were no statistically significant findings for any of the
demographic variables and family-centered care, however the majority of respondents
experienced high consistency of family-centered care, which may have made relationships
difficult to ascertain.
Study Strengths
Despite multiple regression not detecting statistical significance, there are several notable
strengths of this study. All instruments utilized had proven reliability and validity and reliability
was further demonstrated in this study and expanded the age range for both the FCCS and PBS
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instruments. Importantly, this study was conducted while the child/parent was still actively
hospitalized in a PICU, which prevented recall bias and relying on memory from impacting the
results. Furthermore, this study sought to understand FCC from the perspective of the parents in
the critical care environment using a validated instrument (Curley et al., 2013). It was the first
study to explore a relationship between FCC, parental beliefs, and parental stress and found a
positive correlation between FCC and parental beliefs. Additionally, the relationship of strong
parental beliefs and CMC was very interesting and will serve as a catalyst for further research, as
well as relationships to previous PICU admissions.
This study, unlike many others, had adequate representation of CMC (37%) and was the
first to demonstrate a relationship between parents of CMC and stronger parental beliefs. The
sample of CMC admitted to the PICU was consistent with the national statistics of ~30% of
PICU admissions are CMC (Berry et al., 2017). This study included a wide range of children
ages, from infancy through to young adulthood. Lastly, this sample also included a fair
representation of fathers, which is lacking in many previous studies.
Study Limitations
The results of this study should be interpreted in the context of a few limitations,
primarily related to methodology and characteristics of the sample. The use of a convenience
sample in this study may limit the generalizability results due to the sample studied was from one
hospital, had to be able to read English, and received care in an academic medical center caring
for children. The majority of the sample was Caucasian mothers, and most parents were
employed full time with private insurance, which also limits the generalizability of the findings
beyond this specific group. A potential threat to external validity is generalizing the results to a
population that may be unlike the type of people or settings in the study (Polit & Beck, 2020).
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Selection bias is inherent in that only those parents who chose to respond to the survey had their
data captured. It is not possible to predict whether the responses of the parents who opted to
participate were similar to or different from those who did not participate. In addition, there may
have been more than one parent response for the same child as the data were anonymous and as
such, there was no ability to link parents of the same child.
This survey relied on parent self-report for all responses including the child’s medical
diagnosis, presence of chronic illness and any medical devices and these data points were not
verified via the medical record or healthcare team caring for that patient. Objective measure of
the child’s actual diagnosis and severity of illness may have gleaned differences in term of the
variables, particularly parental stress. In addition, baseline information regarding parents’ stress
level and confounding stress variables was not assessed, which may have influenced their
experience of stress. However, measuring a parent’s stress prior to PICU admission would be
extremely challenging since the majority of admissions are unplanned. Another potential
limitation is that this study was conducted during the Omicron wave of the COVID pandemic,
which may have affected responses due to more restricted visitation guidelines as well as societal
changes related to the pandemic that may have impacted stress experience.
There is also a potential bias with PICU staff distributing the survey flyer to parents.
Although all parents should have received the study flyer, it was not possible to verify this as the
researcher did not have direct contact with parents until after they expressed an interest in the
study. It is possible that staff members who the researcher had a closer professional rapport with
would remind families more regularly of the potential to participate in this study.
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Summary
Using the Family-Centered Care theoretical framework, the relationships of familycentered care, parental beliefs, and parental stress were examined. No statistically significant
relationships were found between FCC and parental stress, or parental beliefs and parental stress.
Statistically significant relationships were detected between FCC and parental beliefs, parental
beliefs and the presence of chronic illness, parental beliefs and previous PICU admission,
parental stress and number of days in PICU, and marital status and parental stress. This study
demonstrated very high consistency of family-centered care nursing practices as well as strong
parental beliefs in the setting of moderate overall stress despite those variables not being
statistically significant. These results support the need for additional research particularly related
to other measures of parental stress, as well as how parental beliefs can be mediated during a
child’s critical care hospitalization and the potential differences in the experiences of parents of
CMC.
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CHAPTER VI
SUMMARY, IMPLICATIONS, AND CONCLUSIONS
Summary
This descriptive correlation study was the first to investigate the relationships of familycentered care (FCC), parental beliefs and parental stress using survey methodology. In this study,
a convenience sample of 43 parents, primarily Caucasian, English-speaking mothers of children
admitted to a PICU, were from one state in the Northeastern United States. Research participants
completed three validated instruments and a demographic information form via pen and paper.
The purpose of the study was to evaluate the relationships between and among FCC,
parental beliefs, and parental stress. The concept of Family-Centered Care of hospitalized
pediatric patients was utilized as the theoretical framework for this study. This framework
comprises the core concepts of FCC (Shelton & Stepanek, 1995), which are conceptualized in
terms of antecedents, characteristics, and consequences (Smith, 2018). This model supports the
integral role of parents in the care of their hospitalized child and links outcomes with experiences
and care that are consistent with family-centeredness.
In this study, a moderately positive correlation was found between FCC and parental
beliefs (r (41) = .38, p = .006). This is an original finding not yet explored in the nursing
research. Family-centered care was measured via parents’ perception of nursing care that
embodies the principles of FCC, whereas parental beliefs were measured via two subscales,
parental role and child’s expected behaviors during hospitalization. The positive correlation of
these variables may indicate nursing care that supported the parents’ role in the care of their child
in the PICU and prepared and supported parents to be confident in their beliefs while their child
was hospitalized.
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Multiple regression analysis did not demonstrate a significant relationship between and
among FCC, parental beliefs, and parents’ stress. As such, covariates were evaluated for their
potential relationship with any of the main variables. Findings of statistical significance included,
stronger parental beliefs for parents of children with chronic illness in general (p = .048), as well
as stronger beliefs if they were admitted to the PICU at least three times prior to this admission
(p = .022). These findings are consistent with research regarding expert parents of CMC and
how their needs in PICU may be different (Graham et al., 2009; Rennick et al., 2019). These
parents may be adept at providing technical care to their child, which may explain some of the
increased confidence in parental role and child’s behaviors in the PICU as measured by parental
beliefs, but additional studies are warranted.
There was also a statistically significant finding for number of days in PICU and parental
stress (p = .014), as well as marital status and parental stress (p = .009). The more stressful
experience of single parents is not surprising as they may have been solely responsible for this
child in the PICU, particularly as visitation was restricted due to the COVID pandemic. They
may also not have the same support in place for caring for other non-hospitalized children or
other potential stressors due to this ongoing pandemic. Parental stress increasing as the number
of days in PICU increase may reflect the child’s criticality or a poorer prognosis, however
without knowing the exact diagnosis and prognosis it is only circumspect.
The role of a parent is inherently affected by admission of their child to a PICU, as they
are no longer the primary caregiver for that child. As such, the items found to be most stressful
for parents, their child’s inability to talk or cry and seeing their child experiencing pain, may
indicate feelings of helplessness in those experiences. This is an example of where the
importance of parental partnership and communication is essential to ensure that the parent is
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able to participate in a manner that is desired and meaningful for them and safe and practical for
the child based on their clinical status. This requires open communication between the bedside
nurse and the parents to establish realistic expectations and support parents in fulfilling their
parental role in a way that aligns with their wishes and abilities.
This study is important as it was conducted in an era of significant advances in familycentered care practices, both environmental improvements and concerted efforts to improve
parent participation in the PICU. Much of the available research is antiquated and was conducted
at a time prior to enculturation of a family-friendly and inclusive FCC philosophy in pediatric
critical care. This study along with recent research by Ernst and colleagues (2021) may signal
that advancements have been made in terms of recognition of the important role of parents and
the need to better prepare and support parents when their child is admitted to a PICU.
This study also investigated how parents’ perception of FCC and their beliefs regarding
their hospitalized child may differ for parents of CMC when they are cared for in a PICU, and if
this effected parental stress. This study is thought to be the first to demonstrate that parents of
CMC have stronger parental beliefs while their child is receiving critical care and experienced
very high levels of FCC. Although all parents experienced fairly high FCC, parents of CMC had
a higher mean (33.44) compared to parents of children without antecedent medical complexity
(M = 32.67), but it was not statistically significant. It is presumed that parents who had previous
exposure to the PICU and had previously cared for a CMC had more confidence in their ability
to understand their child’s needs while hospitalized and their role as a parent. This may be
related to parental beliefs being more intrinsically mediated in this study since there was no
active intervention; however, the FCC environment was likely to be supportive of their essential
role in the care of their child in the PICU.
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Implications
This study was one of few studies to explore FCC and parental stress from the
perspective of the parent while the child was still admitted to a PICU in the United States. This
information is valuable to ascertain their perceptions of the variables (FCC, parental beliefs, and
parental stress) while they were actually experiencing them instead of relying on recall of
previous experiences. The significant findings related to chronic illness, previous hospital
admissions and parental beliefs as well as a positive correlation between parental beliefs and
FCC have not been documented in previous literature and provide foundation for further
research.
This study is the first to assess the relationship of family-centered nursing care, parental
beliefs and parental stress, including studying FCC as a variable related to outcome measures.
This study addressed multiple gaps in the current literature, such as it measured FCC from the
perspective of the parent, while their child was actively being care for in a PICU, was completed
in the US by mothers and fathers, and more than one-third of the sample were parents of CMC.
Nursing practice. Findings from this study have implications for pediatric nurses,
advanced practice nurses (APNs), and nursing leaders as they explore the actualization of FCC
nursing practices in the pediatric critical care milieu. This study demonstrated that a setting
highly supportive of family-centered nursing care is correlated with stronger parental beliefs in
their role and understanding their child’s behaviors during hospitalization. These findings are
valuable to guide nursing practice in the PICU to ensure nurses communication and inclusion of
parents in the care of their child are key components of FCC.
The PSS:PICU (Miles & Carter, 1982) can serve as a clinical assessment tool to evaluate
stress stimuli in a particular PICU. The data could highlight opportunities for improvement in the
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PICU environment. This instrument can also be used in intervention design to study the impact
of certain interventions on parental stress in PICU. Similarly, the FCCS instrument (Curley et al.,
2013) can be used as a PICU assessment tool for parents to provide real-time feedback regarding
their perceptions of how well nurses are exemplifying concepts of FCC, particularly measuring
how often nurses fulfill these essential care items.
Nurses are in the optimal position to effect change and better support parents in their
parental role through a multitude of strategies and interventions aimed at minimizing parental
stress. Interventions such as preparing and explaining aspects of the PICU environment,
including the child’s appearance, and expected equipment, as well as potential alterations in their
child’s behavior, appearance, and clinical status are vital. Improved communications targeted at
situations found to be most stressful (e.g. pain, sounds of monitors, child’s behavior) may also
mitigate stress.
Nursing education. The fundamental philosophy of FCC practices should be included in
nursing education beginning at the undergraduate level, and then expanded upon as nurses
specialize in pediatric practice. Since nurses provide most of the care for hospitalized children,
parents’ perception of family-centered care provided by the nurse may have the greatest
influence on their experience in the PICU and help mitigate stressful circumstances, as such
education should be incorporated into basic nursing education. Although this study was specific
to parents of children, many of the principles of FCC apply to all age ranges and close
relationships, and may transcend the pediatric population. Sensitizing nursing students to the
experiences of parents of children during acute/critical care hospitalization prior to nurses
entering the profession may increase awareness of the key role that nurses have in shaping the
experience of parents of hospitalized children, particularly parents of CMC.
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Nursing research. This study has highlighted multiple opportunities for further nursing
research and provides a foundation for further exploration of family-centered care particularly
related to parents as a unit of care. This study found that parents do not rate “helping them feel
well-cared for” as an item of importance in FCC, a finding that is consistent with previous
research (Arabiat et al., 2018). Perhaps it is time to re-evaluate the basic tenets of FCC model,
which includes parents as a unit of care and explore concepts inclusive of parents in their child’s
care but not as an object of care. The idea that the family should be the unit of care may be
counterintuitive to the bedside provider who is keenly focused on the acute care needs of the
child as patient, and the family as the child’s support and advocate.
Research should explore if FCC should be seen as a progressive interpretation of parental
participation and partnership in care from an inclusion of family/parents in care perspective, but
not demanding that family be responsible for provision of care or the object of said care.
Movement toward “child-centered care” is more intuitively logical when referring to care of the
hospitalized child as the acute care needs of the child are paramount and addressed in the context
of that child’s role in the family and with the family’s participation in decision-making and care
in collaboration with the health care team (Ford et al., 2018). Next steps ought to include an
exploration of the concept of FCC to transfer the focus to “child within family” from “family as
unit of care” with very clear theoretical support followed by empirical outcomes. More research
is needed specifically related to parents of CMC in the acute care environment, particularly their
parental beliefs and their role as an expert parent and how previous admissions to PICU may
strengthen their beliefs.
This study focused on parents’ experiences of FCC related solely to nursing care,
additional research is need to ascertain perception of FCC inclusive of the entire healthcare team.

100

The use of other instruments to measure family-centered care to include the perception of
healthcare professionals as well as parents (Aggarwal et al., 2009; Shields & Tanner, 2004; Silva
et al., 2015; Vasli, 2018) may also illuminate unique needs of parents when their child is
admitted to the PICU. Ideally, these results will inform the healthcare team regarding how to
optimally address parental needs proactively, and collaborate and partner with parents in the care
of their child to mitigate negative outcomes. Further research elucidating FCC as an outcome
measure to evaluate various models of pediatric nursing care that focus on parental participation
will also be valuable. Additionally, further research to explore parents’ loss of control and / or
helplessness may lend more insight to the experiences of parents while their child is in a PICU,
particularly in regards to painful procedures and stressful behaviors of their child, and how
parents can be better prepared.
Although this particular study demonstrated a solid approach to FCC, additional research
is indicated in other PICUs, both geographically distinct and with various acuity levels that may
not have fully enculturated a family-centered care practice philosophy to identify opportunities
for improvement. Furthermore, the perceptions of parents that are non-English speaking is
necessary to ensure care that is inclusive and sensitive to diversity. Finally, the finding of marital
status and parental stress should be explored further to ensure appropriate resources are in place
for certain parents if/as indicated.
Conclusions
While it may not be possible to eliminate parental stress in the care of critically ill
children due to inherent concerns regarding potential loss of their child and the aforementioned
other stressors of having a child in the PICU, providing care from a family-centered perspective
with recognition of the important role of parents when their child is admitted to the PICU
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supports collaboration and enhances parental beliefs. This study highlighted the important role of
parental beliefs in experiencing nursing care that is family-centered, as well as stronger parental
beliefs being significantly related to parents of children with chronic illness and previous PICU
hospitalizations. These original findings require further research to ultimately identity, prepare
and support parents during one of the most challenging and potentially stressful experiences of
their life to minimize negative consequences if/as possible.
Pediatric nurses are in an optimal position to deliver FCC, assuming a conducive
environment, and be cognizant that parents’ needs are met, whether it be through increased
participation, support of their parental beliefs, improved communication, addressing boundary
issues to support optimal parental role expression and partnership, demonstrating respect for
unique family characteristics, and any or all of these. As Curley and colleagues (2013) stated,
“nursing exists in the details of relationships” (p. 168). Perhaps this is best exemplified by
parents’ expressing a high level of consistent family-centered care, which is a true testament to
the exemplary nursing care provided to parents in this study.
This study responded to some of the gaps in the literature, specifically it ascertained
parents’ perspective of FCC, studied parents while actively in PICU, had a sufficient sample of
parents of CMC, included fathers in study design, had representation from all ages of pediatric
patients up to 21 years of age, and was performed in a United States PICU. This study was also
the first to assess relationships between the variables of FCC, parental beliefs, and parental stress
in a PICU, and although the findings of multiple regression were not significant, the original
findings will enhance our understating of parental beliefs, particularly as it relates to FCC and
children with medical complexity, and ultimately improve the care and outcomes of the children
and families we serve.
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APPENDIX A
Family-Centered Care Scale (FCCS)
Below are statement that relate to how important and how consistent certain aspects of nursing care
are to you while you child is/was in the PICU.
Please circle the number that best describes how important and how consistent these items are/were
for you when you child was in the PICU. For example, if you circle the number 1 it would mean that the
item was not at all important to you or that the nurses were not at all consistent in that aspect. If you
circle the number 5 it would mean that that item was very important to you or that the nurses did that
all of the time (very consistent). There are no right or wrong answers.

Statements about nurses

How important is it for
nurses to do this?

How consistently do nurses
do this?

Not at all
important

Not at all
consistent

Very
important

Very
consistent

1. Nurses help me feel welcomed……………….

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

2. Nurses help me feel important in my
child’s care……………………………………………..…….

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

3. Nurses treat me as a valued member when
planning my child’s nursing care……………….….

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

4. Nurses give explanations about the nursing
care they provide…………………………………….……

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

5. Nurses explain about changes I could
⃝
expect in my child’s condition………………………. 1

⃝
2

⃝
3

⃝
4

⃝
5

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

6. Nurses help my child feel well-cared for.....

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

7. Nurses help me feel well-cared for……………

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

⃝
1

⃝
2

⃝
3

⃝
4

⃝
5

Curley, M.A.Q, Hunsberger, M., & Harris, S. K. (2013). Psychometric evaluation of the family-centered care scale for pediatric acute
care nursing. Nursing Research, 62(3), 161–168. doi:01.1097/NNR.0b013e18286d64b; used with permission
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APPENDIX B
Parental Beliefs Scale for Hospitalized Children
Below are 20 statements that relate to you and your child’s hospitalization. Hospital experiences differ for
every parent. There are some parents who are not so sure about their children’s needs and how they can
best meet them while they are in the hospital, while other parents are more sure about how to help their
children through this experience. Keep in mind that your confidence (how sure you are) about helping
your child deal with being in the hospital may be different from the confidence you usually have in
dealing with your child at home.
There are no right or wrong answers to the following statements or how you feel while your child is in the
hospital.
Please circle the number that best describes your agreement or disagreement with each statement.
1. I know what changes in behavior to expect in my child while he (or she) is in the hospital.
1
Strongly
Disagree
2.

5
Strongly agree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

I am NOT sure about how my child will behave when painful things are done to him (or her) in
the hospital.
1
Strongly
Disagree

5.

4
Agree

I am sure that what I do for my child will be what is best to help him (or her) deal with being in
the hospital.
1
Strongly
Disagree

4.

3
Neither Agree
or Disagree

I do NOT know what my child’s emotions will be like while he (or she) is in the hospital.
1
Strongly
Disagree

3.

2
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

I know what changes in behavior to expect in my child AFTER he (or she) leaves the hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree
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4
Agree

5
Strongly agree

6.

I am NOT sure about what I can do to best help my child get through the painful things that are
done to him (or her) in the hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

7. I do NOT understand why my child is behaving the way he (or she) is in the hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

8. I am sure I can meet all of my child’s emotional needs while he (or she) is in the hospital.
1
Strongly
Disagree
9.

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

I do NOT know what my child will think about the things that are done to him (or her) in the
hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

10. I am clear about the things that I can do to best help my child deal with being in the hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

11. I am NOT sure how my child will act towards me while he (or she) is in the hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

12. I know how my emotions will affect my child while he (or she) is in the hospital.
1
Strongly
Disagree

2
Disagree

3
4
5
Neither Agree
Agree
Strongly agree
or Disagree
Or Disagree
13. No matter how my child behaves while he (or she) is in the hospital, I am sure I will be able to
handle it.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree
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4
Agree

5
Strongly agree

14. I am NOT sure of what things I can do to best help my child deal with his (or her) illness or
injury.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

15. I am NOT sure about what I can do to make my child feel most secure while he (or she) is in the
hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

16. I feel confident in telling the nurses and doctors about what will best help my child while he (or
she) is in the hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

17. I am NOT sure about how my child will behave when things frighten him (or her) in the hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

18. I do NOT know what I can do to best help my child deal with frightening things in the hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

19. I feel confident in asking the doctors and nurses questions about my child’s illness or injury.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

20. I know how to prepare my child for things that will frighten or hurt him (or her) in the hospital.
1
Strongly
Disagree

2
Disagree

3
Neither Agree
or Disagree

4
Agree

5
Strongly agree

©Bernadette Mazurek Melnyk, 199, Parental Beliefs Hospitalized Children, 8/29/06 update
Do not use without permission from the author; used with permission
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APPENDIX C
Participant Information Form

The following questions are about your CHILD that
is/was in the PICU:
_________________ months (if your child is less than
1 year old please write age in months)

1. How old is your child who is/was in the PICU?

_________________ years (if child more than 1 year
old)
o
o
o
o

2. What gender is your child?

3. What is the main reason your child is/was in the
PICU?
o
o
o
o
o
o
o
o
o
o
o
o
o
o
o

4. How long is/was your child in the PICU?

5. This PICU admission was:
o
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Boy
Girl
Other
Recovering after surgery, if yes, what kind
_________________
(for example brain surgery, bone surgery,
cardiac surgery)
Cancer (for example leukemia, Ewing’s
sarcoma)
Heart problem (for example congenital heart
defect)
Blood disorder (for example sickle cell
anemia)
Respiratory (for example asthma, pneumonia,
empyema)
Infection/Sepsis
Trauma (for example car accident, fall, bike
accident)
Neurological (for example seizures, brain
tumor, hydrocephalus)
Ingestion/overdose
Other _________________
Less than 3 days
At least 3 days but less than 7 days
At least 1 week but less than 2 weeks
At least 2 weeks but less than 4 weeks
4 weeks or more
Planned (for example your child had surgery
scheduled)
Unplanned

6. Did your child have a chronic illness that
required frequent medical care and/or frequent
admissions to the hospital BEFORE this
hospital stay?

7. If yes to # 6, did your child have any of the
following medical devices BEFORE this
admission to the PICU?

o
o
o

No
Yes
If Yes, please write in your child’s chronic
diagnosis _________________

o

Feeding tube (for example G-tube, NG tube,
JG tube, etc.)
Oxygen therapy
Tracheostomy
C-pap or ventilator
Central line
Ostomy
Other _________________
Never
1 time
2 times
3 times
4 times or more

o
o
o
o
o
o
o
o
o
o
o

8. How many times has your child been admitted
to the PICU (NOT including this admission)?

The following questions are about YOU (the parent):

1. How old are you?

_________________

2. I am this child’s:

3. How many children do you have (including the
child that is in the PICU)?

4. Is English your primary language?

5. Please select the response that best describes
your race:
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o
o
o
o
o
o
o
o
o
o
o
o

Mother
Father
Legal guardian
Grandmother
Grandfather
Other
1
2
3
More than 3
Yes
No

o
o
o
o
o
o

African American or Black
American Indian or Alaskan Native
Asian
Caucasian or White
Native Hawaiian or other Pacific Islander
Other –

o
o
o
o
o
o

6. Please select the response that best describes
your marital status:

o
o
o
o
o
o

Single
Married/living together
Divorced or Separated
Widowed
Other
Commercial private health insurance (such as
through your employer, for example Blue
Cross/Blue Shield)
Public health insurance (such as Medicaid)
Self-pay
Prefer not to say
Part time
Full time
Not employed at this time

o
o

Yes
No

7. Please select the response that best describes
which type of health insurance you have:

8. I am currently employed:

9. Are you staying overnight in the PICU with
your child?

THANK YOU!
Thank you for your time in completing this survey! Your answers will help us understand what is
important to parents while their child is in the PICU and how we may be able to lessen their
stress during this difficult time.
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APPENDIX D
SETON HALL UNIVERSITY IRB APPROVAL

June 18, 2021
Ms. Kelly Keefe Marcoux
Seton Hall University
Re: #2021-219
Dear Ms. Keefe-Marcoux,
The Research Ethics Committee of the Seton Hall University Institutional Review Board
reviewed and approved your research proposal entitled, “The Relationships among Parental
Perceptions of Family- Centered Care, Parental Beliefs and Parental Stress in the PICU” as
resubmitted. This memo serves as official notice of the aforementioned study’s approval. If
your study has a consent form or letter of solicitation, they are included in this mailing for your
use.
The Institutional Review Board approval of your research is valid for a one-year period from
the date of this letter. During this time, any changes to the research protocol, informed
consent form or study team must be reviewed and approved by the IRB prior to their
implementation.
You will receive a communication from the Institutional Review Board at least 1 month prior
to your expiration date requesting that you submit an Annual Progress Report to keep the study
active, or a Final Review of Human Subjects Research form to close the study. In all future
correspondence with the Institutional Review Board, please reference the ID# listed above.

Office of the Institutional Review Board
Presidents Hall · 400 South Orange Avenue · South Orange, New Jersey 07079 · Tel: 973.275.4654 · Fax
973.275.2978 ·
www.shu.edu
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APPENDIX E
HOSPITAL SITE IRB APPROVAL

Arts & Sciences IRB
New Brunswick
335 George Street
Suite 3100, 3rd Floor
New Brunswick, NJ
08901
Phone: 732-235-2866

Health Sciences IRB Health Sciences
New Brunswick/PiscatawayIRB Newark
335 George Street
Suite 3100, 3rd Floor
65 Bergen Street
New Brunswick, NJ 08901 Suite 511, 5th Floor
Phone: 732-235-9806
Newark, NJ 07107
Phone: 973-9723608

DHHS Federal Wide Assurance
Identifier: FWA00003913
IRB Chair Person: Cheryl Kennedy
IRB Assistant Director: Swapnali Chaudhari
Effective Date: 10/20/2021
Approval Date: 10/19/2021
Expiration Date: 10/18/2022

eIRB Notice of Approval for Initial Submission # Pro2021001203

STUDY PROFILE
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Pro2021001203

Title:

The relationships between and among family-centered care, parental beliefs, and
parental stress in the PICU

Principal Investigator:
Co-Investigator(s):
Sponsor:
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Kelly Marcoux

Kelly Marcoux

Approval Cycle:

Twelve Months

Minnette Markus-Rodden
Department Funded
Minimal Risk

Review Type:
Subjects:

Study Coordinator:

Expedited

Expedited Category:
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(4)

CURRENT SUBMISSION STATUS

Submission Type:
Approval Date:

Research
Protocol/Study
10/19/2021

Submission Status:

Approved

Expiration Date:

10/18/2022

Vulnerable Population Codes:
Children

No Children As Subjects

Pregnant Women

No Pregnant Women as Subjects

Prisoners

No Prisoners As Subjects

FCC in
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instruments
10.19.21
HRP-503b
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research
Protocol:
FCC in PICU
updated 9-21
10.19.21

Paper
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consent
template consent
waived
10.19.21
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10.19.21
Other Materials:
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ALL APPROVED INVESTIGATOR(S) MUST COMPLY WITH THE FOLLOWING:
1. Conduct the research in accordance with the protocol, applicable laws and regulations, and
the principles of research ethics as set forth in the Belmont Report.
2. Continuing Review: Approval is valid until the protocol expiration date shown above. To
avoid lapses in approval, submit a continuation application at least eight weeks before the
study expiration date.
3. Expiration of IRB Approval: If IRB approval expires, effective the date of expiration and
until the continuing review approval is issued: All research activities must stop unless the
IRB finds that it is in the best interest of individual subjects to continue. (This
determination shall be based on a separate written request from the PI to the IRB.) No
new subjects may be enrolled and no samples/charts/surveys may be collected,
reviewed, and/or analyzed.
4. Amendments/Modifications/Revisions: If you wish to change any aspect of this study,
including but not limited to, study procedures, consent form(s), investigators, advertisements,
the protocol document, investigator drug brochure, or accrual goals, you are required to
obtain IRB review and approval prior to implementation of these changes unless necessary to
eliminate apparent immediate hazards to subjects.
5. Unanticipated Problems: Unanticipated problems involving risk to subjects or others must
be reported to the IRB Office (45 CFR 46, 21 CFR 312, 812) as required, in the appropriate
time as specified in the attachment online at: https://research.rutgers.edu/researchersupport/research-compliance/human-subjects-protection-program-irbs/hspp-guidance-topics
6. Protocol Deviations and Violations: Deviations from/violations of the approved study
protocol must be reported to the IRB Office (45 CFR 46, 21 CFR 312, 812) as required, in the
appropriate time as specified in the attachment online at:
https://research.rutgers.edu/researcher-support/research-compliance/human-subjectsprotection-program-irbs/hspp-guidance-topics
7. Consent/Assent: The IRB has reviewed and approved the consent and/or assent process,
waiver and/or alteration described in this protocol as required by 45 CFR 46 and 21 CFR 50,
56, (if FDA regulated research). Only the versions of the documents included in the approved
process may be used to document informed consent and/or assent of study subjects; each
subject must receive a copy of the approved form(s); and a copy of each signed form must be
filed in a secure place in the subject's medical/patient/research record.
8. Completion of Study: Notify the IRB when your study has been stopped for any reason.
Neither study closure by the sponsor or the investigator removes the obligation for
submission of timely continuing review application or final report.
9. The Investigator(s) did not participate in the review, discussion, or vote of this protocol.

CONFIDENTIALITY NOTICE: This email communication may contain private, confidential, or
legally privileged information intended for the sole use of the designated and/or duly authorized
recipients(s). If you are not the intended recipient or have received this email in error, please
notify the sender immediately by email and permanently delete all copies of this email including
all attachments without reading them. If you are the intended recipient, secure the contents in a
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manner that conforms to all applicable state and/or federal requirements related to privacy and
confidentiality of such information.

___
Study.PI Name: Kelly Keefe Marcoux
Study.Co-Investigators:
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APPENDIX F
Informed Consent
Letter of Solicitation (paper survey)
RESEARCHER’S AFFILIATION
The researcher for this study is a doctoral candidate at Seton Hall University College of Nursing
in New Jersey. This study is in partial fulfillment of the requirements for a PhD in Nursing.
PURPOSE OF STUDY
You are being asked to take part in a research study. Before you decide to take part in this study,
it is important that you understand why the research is being done and what it will include.
Please read the following information carefully. Please ask the researcher if there is anything that
is not clear or if you need more information.
The purpose of the study is to learn how parental perception of family-centered care and parental
beliefs relate to parental stress while your child is hospitalized.
STUDY PROCEDURES
You will be asked to answer all questions on four questionnaires (forms) that will ask about your
thoughts while your child is/was in the PICU and how you perceived nursing care, the feelings of
stress you feel (or felt) while in the PICU, and your beliefs around your parenting and knowing
what your child needed while in the PICU. The other form asks some basic information about
you and your child to assist with better understanding how an item may relate to your experience
in the PICU. Completing these forms should take less than 20- 25 minutes to complete.

STUDY INSTRUMENTS
There are four forms in this survey. The Family-Centered Care Scale (FCCS) which asks you
about the nursing care in the PICU. The Parental Beliefs Scale (PBS) which asks you how you
feel about your parenting role and your child’s behaviors in the PICU. The Parental Stress Scale:
Pediatric Intensive Care (PSS:PICU) which asks you about things that may cause stress in the
PICU. The last part of the survey has general questions about you and your child, such as age,
ethnicity, previous PICU admissions, and planned versus unplanned admission. You will be
asked to complete these forms only once while your child is in the hospital.
VOLUNTARY PARTICIPATION AND WITHDRAWAL
It is up to you to decide whether or not to take part in this study. If you decide to take part in this
study, you will be asked to fill out all of these questionnaires. You can either place your
completed questionnaires (also called your survey packet) in a box on the nursing unit or you can
give it back to the researcher. After you send in the questionnaires, you are still free to ask that
they not be used, and you don’t have to give a reason. Participating in this study will not affect
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the care you or your child while hospitalized. Return of the completed survey acknowledges
consent to participate in the study.
ANONYMITY
There will be no information linking the answers on the forms to you or your child.
CONFIDENTIALITY
Your answers to these questions will be private. Please do not write any information that
identifies you or your child (for example, your name or address) on your forms. The completed
surveys will remain confidential and there is no data to link the survey to the participant. The
surveys returned in the PICU will be stored in a locked box. The researcher will secure all
completed surveys in a locked file desk for 3 years. Only the researcher has access to the
surveys.
BENEFITS AND RISKS
A benefit of this study may be to help us get a better understanding of what health care providers
(e.g. nurses, doctors) can do to help parents when their child is in the PICU. The results from this
study may help parents of children in the PICU experience less stress and feel more supported.
Taking the survey does not put you at any more risk than you would normally encounter while in
the PICU. There is no direct benefit in taking the survey. If you feel upset or stressed after taking
the survey, contact a health care provider.
COMPENSATION
A $5 Starbucks gift card will be given to you after you return the survey packet.
CONTACT INFORMATION
If you have questions at any time about this study you may reach out to the researcher: Kelly
Keefe Marcoux (Primary Investigator) at kelly.keefemarcoux@student.shu.edu or call (732) 4270287. If you have questions about your rights for being in this study, or if problems come up
which you do not feel you can talk with the Primary Researcher, please call the Seton Hall
University Institutional Review Board at (973) 313-6314.
CONSENT
I have read and understand the information about the study and have had the chance to ask
questions. I understand that taking part in this study is voluntary and that I am free to stop at any
time, without giving a reason.
By returning all questionnaires, I agree to take part in this study.
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APPENDIX H
Recruitment script
My name is Kelly Keefe Marcoux, I am an advanced practice nurse (APN) and doctoral
student at Seton Hall University College of Nursing. I am doing a research study to learn more
about how parents view family-centered care, their role as a parent in the PICU, and how this
may affect stress. You are being asked to join this study because you have (or had) a child in the
PICU. Before going any further, I want to ask you a few questions to see if you can be part of my
study?



Are you at least 18 years old? (Must answer “yes” to proceed)
Do you have a child less than 21 years old currently in the PICU or recently discharged
from the PICU? (Must answer “yes” to proceed)
 Can you read and write in English? (Must answer “yes” to proceed)
 Has your child been in the PICU at least 24 hours? (Must answer “yes” to proceed)
[If “yes” to all above questions, proceed with script.]
[If “no” to any questions, parent not eligible] – Thank you very much for taking the time to
learn about my study. I hope everything goes well with your child.
This study involves filling out 4 questionnaires, which will probably take less than 20
minutes. The questionnaires will ask questions about how you feel (or felt) while your child
is/was in the PICU. The four questionnaires are the Family-Centered Care Scale, Parent Beliefs
Scale, Parent Stressor Scale:PICU, and a short parent information form. The Family-Centered
Care Scale asks about aspects of nursing care, such as, “nurses helped me feel important in my
child’s care,” and how important these are to you and if you think the nurses consistently do
them. The Parent Beliefs Scale asks questions about how you feel about your parenting role and
understanding your child’s behaviors while in the hospital. Questions like, “I know what changes
in behavior to expect in my child while he/she is in the hospital” are on this questionnaire. The
Parent Stressor Scale:PICU asks you questions about experiences in the PICU and if they
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are/were stressful. Every parent is different and there are no right or wrong answers to any of
these questions. The last questionnaire asks you about yourself (for example how old are you,
how many children do you have) as well as questions about your child (for example, how many
times have they been in the PICU before). Please do not write your name or your child’s name
anywhere on the questionnaires. You will see that they are numbered so that I know all pages
belong to the same person.
This study is voluntary, and you do not have to participate. Care to you and your child
will in no way be impacted be participating or not participating in this study. I am happy to
answer any questions you may have now, while you are completing the questionnaires, or even
after you are done.
Please complete the questionnaires while your child is in the PICU if you are able to. You
can also complete them at any time before you leave the hospital. I am happy to come pick up
the completed survey or you can place it in a locked box labeled “Family-centered care study” at
the nurses’ station. Please call or email me once you have completed the survey packet and as a
thank you, I will give you a Starbucks gift card. If you are unable to complete the survey, please
return it to your nurse.
Are you interested in being part of this study? [If yes, continue with script]
[If no, thank you very much for your time. I wish you and your child a speedy recovery.]
Thank you for agreeing to be part of this study. I will now review all of the
questionnaires with you. When you are done, please place them back in the large envelope and I
will come back to pick it up or you can return them to the locked box at the nurses’ station.
Having a child in the PICU can be a stressful time, if at any time, you feel upset or
uncomfortable answering these questions, please let me know. I will speak with your health care
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team to follow up with your regarding these feelings. In addition, the hospital has social work,
pastoral support, and patient representative available to you.
All information that you share on the questionnaires is confidential and will not be shared
with your health care team or anyone not directly involved in this study. All completed surveys
will be kept under lock and key and there is no way to tell which parent completed which survey
packet. Thank you so much for taking the time to participate and for helping future parents who
have children in the PICU.
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